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Welcome to Holland  
(Kingsley, 1987) 
 
When you're going to have a baby, it's like planning a fabulous vacation trip - to Italy.  
You buy a bunch of guide books and make your wonderful plans.  
The Coliseum. The Michelangelo David. The gondolas in Venice.  
You may learn some handy phrases in Italian. It's all very exciting. 
 
After months of eager anticipation, the day finally arrives.  
You pack your bags and off you go. Several hours later, the plane lands.  
The stewardess comes in and says, "Welcome to Holland." 
"Holland?!?" you say. "What do you mean Holland??  
I signed up for Italy! I'm supposed to be in Italy. All my life I've dreamed of going to Italy." 
 
But there's been a change in the flight plan.  
They've landed in Holland and there you must stay. 
The important thing is that they haven't taken you to a horrible, disgusting, filthy place, 
full of pestilence, famine and disease. It's just a different place. 
 
So you must go out and buy new guide books. And you must learn a whole new language. 
And you will meet a whole new group of people you would never have met. 
It's just a different place. It's slower-paced than Italy, less flashy than Italy.  
 
But after you've been there for a while and you catch your breath, you look around....  
and you begin to notice that Holland has windmills....and Holland has tulips.  
Holland even has Rembrandts. 
 
But everyone you know is busy coming and going from Italy...  
and they're all bragging about what a wonderful time they had there.  
And for the rest of your life, you will say 
 "Yes, that's where I was supposed to go. That's what I had planned." 
And the pain of that will never, ever, ever, ever go away...  
because the loss of that dream is a very very significant loss. 
 
But... if you spend your life mourning the fact that you didn't get to Italy,  
you may never be free to enjoy the very special, the very lovely things ... about Holland. 
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OVERVIEW OF THESIS 
 
This thesis follows a portfolio format and constitutes part-fulfilment of the academic 
component of the degree of DClinPsychol at the University of Edinburgh. Other academic 
components completed over the duration of the author’s DClinPsychol studies include nine 
essays, four case studies and two small scale research projects.  
 
An abstract provides a summary of the entire portfolio thesis, including aims, findings and 
implications. Chapter One contains a systematic review of published research investigating 
locus of control and its relevance to the psychological outcomes of parents of children who 
have a disability. This review was prepared for submission to the journal Research in 
Developmental Disabilities. 
 
Chapter Two links the systematic review to the rationale, aims and hypotheses for the 
research study. The research study has been written up in the format of a journal article, 
in preparation for submission to Research in Developmental Disabilities. This is presented 
in Chapter Three. Chapter Four describes the method of the study in further detail and 
Chapter Five provides extended information regarding the results, including data 
exploration and inferential statistical analyses.  
 
Chapter Six contains a detailed discussion of the study’s findings within the context of the 
existing literature, explores the implications for clinical practice and discusses limitations 
of the study and directions for future research. The final sections of the thesis portfolio 
comprise references and appendices.  
 
The thesis portfolio will adopt the British Psychological Society’s editorial style (BPS, 2004) 
throughout. The systematic review and journal article chapters will be exceptions, where 
the referencing style of the American Psychological Association (2009) will be used in line 












PORTFOLIO THESIS ABSTRACT 
 
Aims: The aims of this thesis were twofold. First, to review the literature on parental 
locus of control and its role in psychological outcomes for parents who have a child with 
an intellectual disability (ID). Second, a research study aimed to explore levels of parental 
subjective wellbeing in a specific group of these parents: those who have a child with 
profound and multiple intellectual disabilities (PMID). More specifically, whether two 
different types of parental cognition, parental locus of control and recognition of positive 
gains of having a child with PMID, were predictive of parental subjective wellbeing. 
 
Method: A systematic review of the literature was conducted to address the first aim. For 
the research study, a single sample of parents and family caregivers (n=101) completed 
three quantitative self-report questionnaires as part of a within-participant, cross-
sectional survey design. These included the Positive Gain Scale, a modified version of the 
Parental Locus of Control Scale, and the Warwick-Edinburgh Mental Wellbeing Scale . 
 
Results: The systematic review highlighted the influence of parental locus of control and 
other parental cognitions on parent and family psychological outcomes. The research study 
revealed that parental subjective wellbeing in this group of parents (N= 101) was lower 
than in the general population. Multiple regression analysis revealed that parental locus of 
control significantly predicted parental subjective wellbeing (β= -.279, t(2,99)= 9.419, 
p= .005), accounting for around 8% of the variance in WEMWBS scores, R2= .081, F(2,99)= 
5.474, p= .006. 
 
Conclusions and implications: Although the systematic review and the research study 
highlighted the importance of parental locus of control for parents of children with ID, the 
results of the study suggest that other factors are also involved in influencing subjective 
wellbeing of parents of children with PMID. They also indicate a potential role for 
psychological intervention for parents and families with a focus on adjusting beliefs and 
expectations and promoting an internal parental locus of control. However, further 
research exploring the emotions and experiences of this group of parents is needed. 
 
Keywords profound, multiple, intellectual, developmental, disability, parent, carer, cognition, appraisal, 
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CHAPTER 1: SYSTEMATIC REVIEW  
 
This chapter contains a systematic review of the research literature exploring the 
relationship between parental locus of control and psychological outcomes of parents who 
have a child with a disability. An abstract summarises the findings, followed by 
background information relating to the area being reviewed, details of the review method 
and criteria of selection, a summary and discussion of the results, and conclusions and 
references. The systematic review was prepared for submission to the journal Research in 
Developmental Disabilities, therefore formatting and references follow APA (2009) style. 































SYSTEMATIC REVIEW ABSTRACT 
 
A systematic review of the relationship between parental locus of control and 
psychological outcomes for parents who have a child with a disability 
 
Background: A number of models have been proposed to explain factors associated with 
parental adjustment and wellbeing, which highlight the importance of social support, 
parental coping style, and parental appraisals of their situation. 
 
Objectives: This review systematically examined the available literature on a specific type 
of parental cognition: parental locus of control. The review focused on studies that 
investigated the relationship between parental locus of control and the psychological 
outcomes of parents who have a child with a disability, with the aim of informing future 
research and clinical interventions. 
 
Method: Online database searches and hand searches of three journals in the field led to 
the identification of ten papers eligible for review. These were assessed against 
predefined criteria and the findings synthesised. 
 
Results: The ten quantitative studies appraised were assessed as being of fair to good 
quality. Statistically significant relationships were revealed between parental locus of 
control and parental stress, anxiety, depression, self-esteem, coping styles, satisfaction 
and physical incapacitation of the child for parents of children with a disability. Parental 
locus of control did not have a statistically significant influence on psychological outcomes 
in two of the studies reviewed. 
 
Conclusions: Parental locus of control had a significant influence on parent psychological 
outcomes in eight of the ten of studies. The wider importance of parental cognitions 
beyond parental locus of control was also highlighted, in addition to issues of conceptual 
overlaps and the dearth of psychometrically robust measures of parental locus of control. 
 
Highlights  
• Research studies of parents are often biased towards samples of mothers. 
• Current measures of parental locus of control have limitations. 
• Parental locus of control overlaps conceptually with other parent cognitions. 
• Parental locus of control influences outcomes for parents of disabled children.  
• Further research is needed in this area. 





A significant body of research has highlighted that parenting a child with additional needs 
is associated with higher levels of parental stress, anxiety and depression, and lower levels 
of parent wellbeing (Davis, 1993; Edwards & Titman, 2010). This finding has been 
replicated among various groups of parents whose children have additional needs, 
including those arising from chronic physical illness (Kuster & Badr, 2006), life-limiting 
illness (Fotiadou, Barlow, Powell & Langton, 2008), genetic conditions (Foster, Kozachek, 
Stern & Elsea, 2010), physical disability (Ketelaar, Volman, Gorter & Vermeer, 2008), 
developmental disability (Singer, 2006), and behavioural difficulties (Neece, Green & 
Baker, 2012).These factors all place increased care burden on parents, either from a 
practical point of view (e.g. medical care regimes) or an emotional point of view (e.g. 
feelings of worry, guilt or failure), or indeed a combination of both (McCann, Bull & 
Winzenberg, 2012; Wallander & Varni, 1998).  
 
Not only does having a child with additional needs impact directly on caregivers, it can 
also have an indirect effect on relationships with partners, family members and wider 
social networks, career prospects, and even physical health (Davis, Shelly, Waters, Boyd, 
Cook & Daverm, 2009; Wallander & Varni, 1998). These sequelae in turn can have a 
compounding detrimental impact on caregivers and the rest of the family and can make 
caring for a child with additional needs an extremely challenging role. The daily and 
cumulative life stressors associated with having a child with additional needs, rather than 
disease or disability characteristics themselves, have been strongly associated with 
parental psychosocial functioning (Wallander & Varni, 1998). However, a sizable 
proportion of caregivers and families are able to adjust well to the demands and 
challenges of having a child with additional needs (Goodley & Tregaskis, 2006; Wallander 
& Varni, 1998). There is also considerable individual variance in adaptation to this role, 
thus it is important to explore the protective processes that serve to strengthen caregiver 
and family wellbeing, coping and adjustment (Bristol, 1987; Eiser, 1990).  
 
This article will first outline theoretical models that have been used to understand the 
relationship between stress and psychological outcomes for parents who have a child with 
additional needs. It will then focus on an important feature of several of these models: 
parental cognitions. The literature on a particular type of parental cognition that has been 
highlighted as influential to adjustment and psychological outcomes - locus of control - 
will then be examined systematically in relation to the stressor event of having a child 




1.2 Theoretical models 
A number of theoretical models have been developed to explain the relationships between 
stressors and psychological outcomes such as adjustment, coping and wellbeing (Wallander 
& Varni, 1998). Several of these have been applied specifically to having a child with 
additional needs and explore how stressor and environment characteristics and resources 
mediate the relationship between stressor and outcome, and the processes by which this 
happens. 
 
1.2.1 Stress-coping model (Lazarus & Folkman, 1984) 
This transactional theory of stress and coping is one framework that has been used to 
explain the process of coping and adjustment to stressors in general and has been applied 
to many contexts. This model proposed that a stressor results in an individual forming 
cognitive appraisals of a situation, which can be either primary or secondary. Primary 
appraisals relate to the personal meaning of an event and whether the individual sees it as 
positive, negative or neutral. Secondary appraisals concern what can be done about the 
stressor and an individual’s thoughts regarding their capacity to reduce any potential loss, 
threat or damage. These are both thought to be influenced by an individual’s overall 
appraisal style and the model proposed that these determine the coping strategies 
employed by an individual. Coping strategies are defined as any effort to manage external 
or internal demands appraised as negative or challenging. These may be behavioural (e.g. 
avoidance of a situation) or cognitive (e.g. excessive worrying). Multiple potential 
outcomes follow the appraisal of a stressor and the consequent coping response, but the 
model broadly defines these in terms of stress or adaptation. It also highlights a number of 
other factors that moderate the relationship between stressor and outcome via their 
effects on cognitive appraisals and coping strategies. These include personality 
characteristics, self-efficacy and social support, among others.  
 
1.2.2 Stress-coping model for coping with chronic disease (Lazarus, 1991) 
The transactional stress-coping model has been adapted specifically for explaining the 
process of coping with chronic illness as a stressor. The adapted model suggests that the 
condition characteristics, treatment/regime characteristics and condition-related events 
are important aspects in terms of stressors. As with the original model, these are posited 
to result in cognitive appraisals of demands and goals, in addition to an emotional 
response. Internal and external resources are also identified as influencing coping 






1.2.3 Double ABCX Model (MCubbin & Patterson, 1983) 
Using the foundations of the Lazarus and Folkman (1984) stress-coping model and the ABCX 
Model of family stress (Hill; 1949; 1958), the Double ABCX model was developed as a 
framework for understanding family stress that also takes into account how families 
recover and adapt after crisis. In the ABCX model (Hill, 1949; 1958), the stressor is 
represented as ‘A’ and it interacts with the family’s resources, represented as ‘B’. These 
then interact with the family’s appraisal or interpretation of the event, represented as ‘C’. 
A, B and C all then influence ‘X’ - the outcome in relation to the family. The Double ABCX 
model was developed in response to longitudinal research by McCubbin and Patterson 
(1983), in an attempt to predict and explain why some families recover and are better 
able to adapt following crises. In addition to A,B,C, and X, the Double ABCX model 
incorporates additional life stressors and strains; psychological, intrafamilial and social 
resources; changes in the family’s definition; family coping strategies; and a range of 
possible psychological outcomes. The main development from the ABCX model is that it 
includes both ‘precrisis’ variables (stressor; existing resources; perception of the stressor) 
and ‘postcrisis’ variables (pileup of stressors on top of initial stressor; use of existing and 
new resources; perception of the stress pileup and resources; coping; adaptation to the 
postcrisis variables).  
 
1.2.5 Parent Disability-Stress-Coping Model (Wallander, Varni, Babani, DeHaan, et al., 
1989)  
In this model, associated with Wallander and Varni’s (1992) disability-stress-coping model 
of psychological adjustment in children with a chronic illness, stress is a central 
component that can be exacerbated or ameliorated by parental coping strategies and 
social support. It focuses on three types of protective mechanisms: stress processing, 
intrapersonal and social-ecological mechanisms (Wallander & Varni, 1998). Stress 
processing involves the appraisal of an experience and implementation of coping strategies 
to manage this. Much like Lazarus and Folkman’s (1984) theoretical framework, the 
importance of event-specific appraisals is emphasised, as this is thought to influence the 
type of coping strategy implemented, depending on whether appraisals feature 
perceptions of threat, loss or challenge. Intrapersonal factors refer to general cognitive 
and affective patterns of behaviour along various dimensions. These include control 
orientation, dispositional optimism, self-perception and problem-solving abilities 
(Wallander & Varni, 1998). The final protective mechanism outlined in the model focuses 
on the social environment, including the family and wider social networks. This aspect of 
the model draws on extensive evidence highlighting the strong relationships between 
parental adjustment to having a child with additional needs and the availability of 
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practical resources, family support, marital satisfaction, and utilisation of social support 
networks (Wallander & Varni, 1998). 
 
1.2.6  Summary of key theoretical models of family stress, coping and adjustment 
Each of the four key theoretical models outlined has highlighted the multi-dimensional and 
transactional nature of the process of responding to stress. Key variables identified in the 
stress process that influence outcome include cognitive, emotional and behavioural 
responses to the stressor. These can be at the level of an individual, family, or wider 
system and are partly determined by the resources available. Cognitive appraisals are 
particularly important, as they determine whether the situation is perceived as positive or 
negative and within or outside one’s control. This then influences the individual or 
family’s emotional and behavioural responses and determines the coping strategies they 
may or may not employ. Therefore, cognitive appraisals will be the subject of this 
systematic review. Given the range and diversity of cognitive factors that have been 
linked to the stress-coping process (e.g. threat appraisal, attribution of causality, 
perceived locus of control, self-efficacy, hope/optimism), parental locus of control has 
been selected as the specific focus of the review. 
 
1.5 Locus of control as a concept 
The perception of how much control one has over a given situation and how this affects 
subsequent responses to that and other situations has been an area of interest and 
relevance to many fields of psychology over several decades (Lefcourt, 1982). The most 
extensive work in this area was derived from Rotter’s (1954) social learning theory, which 
proposed that an individual’s actions could be predicted on the basis of their values, 
expectations and situational context. Rotter (1954) posited that the potential occurrence 
of behaviours that satisfy some need is a function of the expectancy that those behaviours 
will lead to these reinforcements, and the strength of value these reinforcements have.  
 
Following on from Rotter’s (1954) ideas, perceived control is defined as the generalised 
expectancy of internal versus external control of reinforcement, and involves a causal 
analysis of success and failure (Lefcourt, 1982). A person’s interpretation of the cause of 
their experiences is key, and interest in perceived control originated from observations of 
psychotherapy patients. Rotter (1966) noted that some individuals adapted their behaviour 
following new experiences and gained from this, whilst others attributed change to others, 
rather than their own behaviour or characteristics. Therefore, people’s expectancies 
regarding the controllability of outcomes influenced both the way they behaved and the 




1.6 Parental locus of control 
A growing research literature has begun to investigate the effect of parents’ locus of 
control, specifically in relation to the experience of parenting, on both child behaviour 
and parent and family functioning (Lloyd & Hastings, 2009). Parental locus of control has 
been associated with parental stress (Friedrich, Wilturner & Cohen, 1985), pessimism 
(Rimmerman, 1991), depression (Dunn, Burbine, Bowers & Tantleff-Dunn, 2001), anxiety 
(Lloyd & Hastings, 2009) and family adaptation (Henderson & Vandenberg, 1992). Research 
exploring the nature of parents’ locus of control beliefs has revealed that those who felt 
unable to control their child’s behaviour and that their child’s needs dominated their life 
reported higher stress (Hassall, Rose & McDonald, 2005; Jones & Passey 2005). 
Furthermore, parental locus of control is related to maternal positive parental perceptions 
of their child, with mothers who felt that they could not control their child’s behaviour 
less likely to report positive appraisals of their child (Lloyd & Hastings, 2009).  
 
1.7 Rationale for the review 
Given the important role of cognitions in models of stress, coping and adjustment and the 
variation in adaptation to the challenging role of parenting a child with a disability, 
parental locus of control is a key cognitive variable implicated in these processes. 
Although Hassall and Rose (2005) recently reviewed the literature on parental cognitions 
and adaptation to the demands of having a child with an intellectual disability (ID), to 
date there have been no systematic reviews undertaken of the effect of parental locus of 
control on parent psychological outcomes. Therefore, this paper will systematically review 
research investigating parental locus of control in parents of children with a disability. 
 
1.8 Aims of review  
This review aims to identify and critically appraise the research literature and synthesise 
the findings of these studies in order to provide a useful overview of the relationship 
between parental locus of control and parental psychological outcomes. A further aim of 
the review is to identify cognitive factors that promote positive psychological outcomes in 





A selection protocol was developed prior to undertaking the literature search to include 
papers that met eligibility criteria. This comprised an outline of the review question, 
eligibility criteria, population of interest, outcomes of interest, planned search strategy, 
planned data extraction and quality assessment methods, and the intended method of 
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synthesising and disseminating the findings. As suggested in guidance for undertaking 
reviews in healthcare produced by York University’s Centre for Reviews and Dissemination 
(CRD, 2009), the protocol predefined the method and scope of the current systematic 
review, with the aim of minimising bias and facilitating transparency. The systematic 
review protocol is provided in Appendix 2. 
 
2.2 Eligibility criteria 
Given the limited literature in this area, it was decided that all published controlled, 
quasi-experimental and observational studies would be included in the systematic review 
that were in English, with no date restrictions. As the review focused on a particular 
population, only those studies that included parents or family caregivers of children who 
had a disability (physical, intellectual or developmental) were selected for the systematic 
review. Significant visual or hearing impairment were deemed as disabilities given their 
impact on child and family functioning and family life. Furthermore, studies were only 
included in the systematic review if they investigated parents’ or family caregivers’ locus 
of control in relation to the experience of parenting their child, as opposed to general 
locus of control or health locus of control. The final criterion for inclusion was that the 
study measured at least one of the following parental psychological outcomes: wellbeing, 
adjustment, adaptation, stress or mental health (e.g. depression, anxiety) and 
investigated the relationship between parental locus of control and the psychological 
outcome(s). A summary of the eligibility criteria is provided in Table 1. 
 
2.3 Exclusion criteria 
Studies where abstracts did not provide sufficient detail to make a decision about whether 
they met inclusion criteria were excluded, in addition to studies where the abstract was 
unavailable. Conference proceedings were excluded as it would be difficult to appraise the 
studies based on this limited information. Duplicate records were also excluded. Google 
Scholar was used to attempt to trace any alternative versions of abstracts (e.g. electronic 
full-text versions of dissertations). Qualitative studies were excluded as the review 
focused on relationships between specific variables and in order to maintain consistency of 
appraisal method. Studies where locus of control was investigated in relation to aspects 









Table 1: Study eligibility criteria for the systematic review 
Inclusion criteria Exclusion criteria 
Published case study, small study, 
controlled study or non-controlled study 
Duplicate record 
Sample comprised parents or family 
caregivers 
Conference proceedings 
Child had a physical, developmental or 
intellectual disability, or significant sensory 
impairment that would constitute a 
disability 
Qualitative study 
Locus of control related to experience of 
parenting investigated as a main variable 
Review paper 
At least one of following parent or family 
psychological outcomes measured: 
wellbeing, adjustment, stress or mental 
health 
Abstract unavailable 
Relationship between parental locus of 




Insufficient information in abstract to 
determine sample characteristics or 
variables investigated 
 
Locus of control investigated in relation to 





2.4 Information sources 
Systematic searches were undertaken of the Web of Knowledge, Ovid (incorporating 
Embase, Medline, PsycArticles and PsycInfo) and EBSCO (incorporating CINAHL plus, ERIC, 
Medline, PsycArticles and Web of Knowledge) online databases. All publication years 
provided by these databases were included, up until the date of the search conducted, 9 
July 2012. Hand searches of the reference list of any review papers identified were 
undertaken in addition to hand searches of three journals: the Journal of Mental 
Retardation, the Journal of Intellectual Disability Research and the Journal of Clinical 
Child Psychology. This was in order to detect any further papers that may have met 
criteria for the systematic review. These journals were selected on the basis of being the 
three most frequently cited sources of citations in the articles that met eligibility criteria 




2.5 Literature search strategy 
The search included a multi-database keyword search, individual database keyword search 
and topic/subject heading searches. Variations of the following terms were used: parent; 
mother; father; carer; disability; and locus of control (a full list can be found in Appendix 
3).  
 
2.6 Study selection 
Using the eligibility criteria outlined in Table 1, the abstracts of the studies identified 
from the searches were initially reviewed in order to determine whether they would be 
included for full-text review. The full-text of articles deemed to meet the inclusion 
criteria for the review based on their abstract were then reviewed as part of the second 
stage of screening. Those that still met the inclusion criteria were selected to be part of 
the final methodological review and appraisal stage. A flowchart based on the PRISMA 
statement (Moher et al., 2009) provides an overview of the systematic review study 
selection process and details each stage (Figure 1). 
 
2.7 Data collection  
Information was collated for each of the studies included in the final selection for 
systematic review. This included study characteristics, participant characteristics, and 
outcome data/results. A standardised form was used for this purpose (see Appendix 4) and 
a summary of this information is presented for each study in Tables 2.1 – 2.5. 
 
2.8 Assessment of methodological quality 
A quality assessment tool was developed for the purpose of assessing and appraising the 
methodological quality of the studies meeting the inclusion criteria for the systematic 
review (see Appendix 5). This was based on existing guidelines, including the Scottish 
Intercollegiate Guidelines Network guidance on systematic literature reviews (SIGN, 2008) 
and York University’s Centre for Reviews and Dissemination guidance for undertaking 






















 Records identified 
through database 
searching  n= 295 
 Additional records identified 
through reference list and hand 
searching  n= 31 
 Duplicate records removed 
n= 55 
 
 Abstracts screened 
n= 271 
 Records excluded 
n= 249 
 Full-text articles 
assessed for eligibility 
n= 22  
 
 Full-text articles 












2.9 Summary measures 
Studies were rated using ten quality criteria items across six different dimensions of 
quality: research questions and objectives; sampling; design and method; statistical 
analysis, quality of reporting; and generalisability. Numerical ratings were assigned, 
corresponding to the following quality categories: 1= well covered; 2= adequately 
addressed; 3= poorly addressed; 0= not addressed/not reported/not applicable. An item 
was rated as not applicable if it was not relevant to the study design or article. In addition, 
the overall quality of the study was also rated. This was to avoid a poor score on one index 
skewing the overall score of an otherwise good quality study. The overall quality ratings 
assigned were: 3= excellent; 2= good; 1= adequate; 0= poor.  
 
Total numerical scores were calculated for each study, which were then converted to 
percentages. For items rated as not applicable, percentage calculations were adjusted to 
reflect the number of applicable items. Finally, percentages were categorised after all 
articles had been reviewed in order to provide an overall descriptive quality rating for 
each study (Good ≥70%, Fair ≥50%, Weak <50%). A detailed breakdown of ratings for each 
study is provided in Table 4.  
 
All studies included in the final selection for review were scored according to the 
assessment criteria outlined above by two separate researchers, independently of one 
another. Individual item ratings, sub-totals for each domain and overall scores for each 








Table 2.1: Overview of included studies 





Cross-sectional survey, between-group comparisons by service 
intervention type and type of diagnosis, plus normative 
comparisons. 
Cross-sectional study, within-group comparisons, with between-
group comparisons for demographics. 
Method Self-report postal questionnaires. Self-report postal questionnaires. 
Participants 
One group of mothers of children with a diagnosis of Down 
syndrome, cerebral palsy or other physical disability such as spina 
bifida. 
One group of mothers of children with intellectual disability. 
N= 67; 32 mothers of children with Down syndrome, 35 mothers of 




Recruited from seven early intervention programmes. 
N= 44 for nonresponder control group used for demographic 
comparisons. 
Variables 
Child diagnosis, type of early intervention, social support, 
perceived control and parenting stress. 
Religiosity, parental locus of control, maternal stress, negative 
wellbeing and depression. 
Measures 
Parenting Stress Index, Profile of Mood States, Spheres of Control 
battery, Rotter Locus of Control Scale, Social Network form. 
Beck Depression Inventory, Index of Psychological Wellbeing, 
Religiosity measure, Rotter Locus of Control Scale, Questionnaire on 
Resources and Stress. 
Analyses 
Correlational analyses, t tests, ANOVAs, multiple regression 
analysis. 
Two-way ANOVA. 
 Key results 
Spouse support, perceived control and child characteristics 
accounted for a significant proportion of the variance in stress.                                 
Mothers with an internal locus of control and less spouse support 
had higher stress scores across all measures. 
Signification interaction effects between religiosity and child 
behaviour problems in relation to positive wellbeing; also between 
religiosity and physical incapacitation regarding positive and 
negative wellbeing. Significant interaction effects also found 
between locus of control and physical capacitation relating to 
depression. Religiosity appeared to buffer stressors of pessimism, 
child behaviour problems and physical incapacitation. Locus of 
control appeared to buffer stressor of physical incapacitation. 
Limitations 
No discussion of inclusion/exclusion criteria, whether sample 
characteristic of this population, other confounding variables that 
may have explained results 




Table 2.2: Overview of included studies 





Cross-sectional survey, between-group comparisons based on 
median split of single group for main variables. 
Cross-sectional survey, within-group comparisons 
Method Semi-structured interviews with researchers Self-report postal questionnaires. 
Participants One group of hearing mothers of deaf children. One group of parents of children with a diagnosis of autism. 
N= 42 N= 58; 39 mothers, 19 fathers. 
Sampling 
Recruited via specialist educational programmes for deaf children. 
Recruited via divisions of Florida Autism Society and Autism 
Societies of America. 
Variables 
 
Stress, child and family characteristics, maternal locus of control, 
self-esteem. 
Parenting stress, in addition to child/parent/family characteristics. 
Measures 
Questionnaire on Resources and Stress, Rotter Locus of Control 
Scale, Coopersmith Self-Esteem Inventory. 
Inventory of Socially Supportive Behaviours, Ways of Coping 
questionnaire, Parenting Stress Index, Rotter Locus of Control Scale, 
Life Experiences Survey. 
Analyses MANOVA, univariate ANOVAs. Correlational analyses, stepwise regressions, moderator analyses. 
 Key results 
Age of onset of deafness significantly related to maternal stress.                       
Majority of mothers had external locus of control.                                             
Self-esteem directly related to stress and best predictor of stress. 
Escape-avoidance ways of coping significantly associated with 
increased depression and social isolation. Confrontive ways of 
coping significantly associated with decreased depression.                    
Increased use of positive reappraisal corresponded to decreased 
social isolation. Depression significantly associated with locus of 
control, distancing and escape ways of coping. 
Limitations Only included mothers. 
Minimal information about recruitment, participants’ characteristics 
and variables under investigation. No alternative explanations 





Table 2.3: Overview of included studies 
Study Hassall et al. (2005) Hamlyn-Wright et al. (2007) 
Country of 
origin 
England, UK England, UK 
Design Cross-sectional survey, within-group comparisons. Cross-sectional survey, between-group comparisons. 
Method Self-report questionnaires and interviews. Self-report postal questionnaires. 
Participants One group of mothers of children with intellectual disability. 
Three groups of parents: those with children with autism, Down 
syndrome, or no developmental disability. 
N= 46 N= 619; 577 mothers, 42 fathers. 
Sampling 
Recruited via special schools. 
Recruited via randomised postal survey to members of the National 
Autistic Society and National Down Syndrome Association. Group 
without a developmental disability were recruited via schools 
(private and local authority). 
Variables 
Parental cognitions, parenting stress, parental self-esteem and 
parental locus of control.  
Stressors, social support, parental locus of control, coping style, 
negative outcomes. 
Measures 
Vineland Adaptive Behaviour Scale, Parenting Stress Index, Family 
Support Scale, Parenting Sense of Competence Scale, Parental 
Locus of Control Scale - Short Form, revised. 
Goldberg Locus of Control Scale, Hospital Anxiety and Depression 
Scale, and questions on parental stress drawn from literature. 
Analyses Correlational analyses, stepwise regression analysis. 
ANOVAs, post-hoc analyses, mediation analyses with multiple 
regressions. 
 Key results 
Significant association between child behavioural difficulties and 
parenting stress, mothers with an external locus of control more 
likely to experience more stress. Higher self-esteem correlated with 
more internal locus of control. Regression analysis showed parental 
cognitive variables (locus of control and parenting satisfaction) 
were both significant predictors of parenting stress, child 
behavioural difficulties also significantly contributed to variance in 
parenting stress. 
Significant between-group differences in stress, anxiety, and 
depression. Parents of children with autism had significantly lower 
levels of internal locus of control than the two other groups. Locus 
of control mediated relationship between parental stress and 
depression/anxiety for parents of children without a developmental 
disability, but not in the other two groups. 
Limitations 
Only included mothers, sample not representative of population, 
however, this is acknowledged in paper.  
Impact of these different disabilities on parents not fully explained, 




Table 2.4: Overview of included studies 
Study Lloyd and Hastings (2009) Glenn et al. (2009) 
Country of 
origin 
Wales, UK England, UK 
Design 
Cross-sectional and longitudinal survey, within-group and 
longitudinal comparisons. 
Cross-sectional study part of larger RCT intervention study for 
families of children with cerebral palsy. Within-group and normative 
comparisons 
Method Self-report postal questionnaires. Self-report questionnaires and researcher assessment of child. 
Participants 
One group of mothers of children with intellectual disability at time 
1; 57 at time 2. 
One group of mothers of preschool children (<4) with cerebral palsy 
(perinatal in origin, predominantly spastic in type). 
N= 91 N= 70 
Sampling 
Recruited via special schools. 
Recruited from larger study where families referred via child 
development centres. 
Variables 
Parental locus of control and maternal distress (stress, anxiety and 
depression), child characteristics (adaptive functioning, behavioural 
problems). 
Parenting stress, in addition to child/parent/family characteristics. 
Measures 
Vineland Adaptive Behaviour Scale, Strengths and Difficulties 
Questionnaire, Parental Locus of Control Scale, Positive 
Contributions Scale, Hospital Anxiety and Depression Scale, 
Questionnaire on Resources and Stress. 
Gross Motor Function measure, Griffiths Mental Development Scales, 
Parenting Stress Index, Family Needs Scale, Family Support Scale, 
Family Adaptability and Cohesion Scales III, Home Observation for 
Measuring the Environment, Carver’s Coping Scale, Brief Locus of 
Control Scale. 
Analyses 
Correlations, linear regression analyses, exploration of longitudinal 
relationships, then exploratory moderated multiple regression 
analyses. 
Correlation and regression analyses.  
 Key results 
At time 1, maternal positive perceptions of child associated with 
belief in fate/chance and associated with parental locus of control. 
Maternal anxiety associated with parental locus of control. Higher 
external parental locus of control linked with more depression and 
stress. Bi-directional relationship between maternal stress and 
parental locus of control. Change in parental locus of control total 
score across time predicted stress at time 2. 
High parenting stress significantly correlated with higher family 
needs, maladaptive coping, life stressors. Higher parenting stress 
also significantly correlated with lower family cohesion, family 
adaptability, Home Observation for Measuring the Environment 
score, cognitive quotient, in addition to an external locus of 
control. Family needs, family adaptability and cognitive impairment 
all significantly predicted overall family stress. 
Limitations 
Only included mothers, self-selected, high proportion who were 
well educated and middle class - may affect generalisability. 
Little info about sampling provided, insufficient detail provided for 
replication, limited information about variables investigated. 
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Table 2.5: Overview of included studies 




Design Cross-sectional survey, within-group exploration.  Cross-sectional survey, between-group comparisons. 
Method Self-report postal questionnaires. Self-report postal questionnaires. 
Participants 
One group of parents of children with diagnosed pervasive 
developmental disorders (Rett’s disorder, childhood 
disintegrative disorder, Asperger’s disorder, or pervasive 
developmental disorder not otherwise specified). 
Four groups of parents of children with diagnosed  genetic 
syndromes (Down syndrome, Williams syndrome, Fragile X syndrome 
and Prader-Willi syndrome).  
N=176; 88 married mothers, 88 married fathers. N= 280; 140 married fathers, 140 married mothers. 
Sampling Recruited from parents’ associations or community treatment 
centres. 
Recruited from national/local parent organisations, hospitals and 
rehabilitation centres. 
Variables 
 Resources (sense of coherence, parental locus of control and 
social support) and stress applied to adjustment (mental health 
and quality of marriage) to parenting a child with autism.  
Parental stress, parental locus of control, family cohesion and family 
adaptability.  
Measures 
Questionnaire on Resources and Stress, Sense of Coherence 
scale, Rotter Locus of Control Scale, Social Support Scale, 
Mental Health Scale, Quality of Marriage Scale, Autism Behaviour 
Checklist. 
Questionnaire on Resources and Stress, Parental Locus of Control 
Scale, Family Adaptability and Cohesion Scales III. 
Analyses Structural equation modelling, path analysis. ANCOVA, post-hoc analyses, multiple regression analyses. 
 Key results 
Sense of coherence, internal locus of control, social support and 
quality of marriage increased ability to cope with the stress of 
parenting an autistic child. 
Parents of children with Down syndrome experienced significantly 
fewer parent and family problems and pessimism than other three 
groups.                               No significant differences in parental 
gender found.  
Limitations 
No discussion of inclusion/exclusion criteria, whether sample 
characteristic of this population, other confounding variables 
that may have explained results. 






3.1 Study selection 
A total of 326 records were identified through the literature search (see Figure 1). Figures 
relating to reasons for exclusion are provided in Table 3. An overview of studies selected 
for inclusion in the systematic review is provided in Tables 2.1-2.5, followed by a more in-
depth summary of the findings relating to parental locus of control and parent 
psychological outcomes. 
 
3.1.2 Excluded studies 
As Table 3 shows, a total of 316 studies were excluded for a range of reasons. These can 
be broadly categorised as due to duplication, inaccessibility, or populations or methods 
outside the scope of the review question. 
 
Table 3: Overview of excluded studies 
Number of studies excluded Reasons for exclusion 
174 Different subject/research focus 
70 Duplicate record 
16 
Sample included parents of children who did not have a 
disability or significant sensory impairment/medical condition 
that would constitute a disability 
9 
Insufficient information in abstract to determine sample 
characteristics or variables investigated 
9 Not in English 
9 
Relationship between parental locus of control and parent 
psychological variables not investigated 
7 
Locus of control investigated in relation to aspects other than 
parenting (e.g. general or health locus of control) 
7 Parent psychological variables were not investigated  
5 Focused on other family members (e.g. siblings, partners)  
4 Review paper 
2 Qualitative study 
2 Abstract unavailable 
2 Sample included parents of adults with a disability 
0 Full-text unavailable 
0 Conference proceedings 
316 Total number of studies excluded 
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3.1.3 Included studies 
As summarised in Tables 2.1-2.5, ten quantitative studies undertaken in six different 
countries between 1987-2012 were selected for appraisal and review of their 
methodological quality (Dunn, Burbine, Bowers, & Tantleff-Dunn, 2001; Friedrich, Cohen, 
& Wilturner, 1988; Glenn, Cunningham, Poole, Reeves, & Weindling, 2009; Hamlyn-Wright, 
Draghi-Lorenz, & Ellis, 2007; Hassall, Rose, & McDonald, 2005; Konstantareas & 
Lampropoulu, 1995; Lanfranchi & Vianello, 2012; Lloyd & Hastings, 2009; McKinney & 
Peterson, 1987; Siman-Tov & Kaniel, 2011). These included a total of 1522 parents (1233 
mothers, 289 fathers) of children with developmental or genetic disorders; intellectual or 
physical disabilities; or significant hearing impairment labelled as ‘deafness’. In order to 
answer the systematic review question regarding the relationship between parental locus 
of control and parental psychological outcomes, all ten studies selected investigated 
parental locus of control as an independent or predictor variable. A range of parental 
psychological variables were also investigated in addition to parental locus of control in 
these studies, usually as dependent variables.  
 
Parental stress was the most frequently studied parent psychological outcome. All ten 
studies included parental stress as a variable, most commonly measured using the 
Parenting Stress Index (PSI). Parental anxiety, depression, general distress, general mental 
health, and wellbeing were also variables investigated in the studies reviewed. In terms of 
more global parent characteristics, sense of coherence and parental self-esteem were also 
explored, in addition to ways of coping, religiosity and marital satisfaction. Child 
characteristics that were investigated included autistic features, emotional and/or 
behaviour problems, motor function, developmental stage, adaptive function, and child 
characteristics associated with stress on the PSI. Family cohesion, and adaptability were 
also investigated, and demographic characteristics were examined across all ten studies. 
Nine out of the ten studies adopted a cross-sectional design, the remaining study was 
longitudinal with data collected at two time points. 
 
3.2 Methodological quality of studies 
A summary of each paper’s methodological ratings on each domain is provided in Table 4, 








Table 4: Quality assessment ratings for each study 
    
Hamlyn-
Wright 
et al.  














































84.8 78.8 78.8 78.8 72.7 72.7 66.7 66.7 57.6 57.6 Percentage and overall       
quality category Good Good Good Good Good Good Fair Fair Fair Fair 




max= 3 3 2 2 2 2 2 2 2 2 2 
Generalisability max= 3 3 2 2 2 2 2 2 1 2 1 
Quality of 
reporting 
max= 3 3 2 3 2 2 2 2 3 2 2 
Statistical 
analysis 
max= 3 3 2 3 3 2 3 3 2 3 2 
Design and 
method 
max= 9 8 6 7 8 7 7 6 6 6 5 








3.2.1 Research question and objectives 
All ten studies addressed an appropriate and clearly focused question, drawn from a 
theoretical model or previous research highlighting the role of locus of control in 
psychological outcomes for parents and families in the population studied. Theoretical 
models used as the basis for the research question included the Mash and Johnston (1990) 
model of determinants of parenting stress; the double ABCX model of family stress 
(MCubbin & Patterson, 1983); and the transactional model of stress and coping (Lazarus & 
Folkman, 1984). All ten studies contextualised the development of their research questions 
in previous research highlighting the increased demands of having a child with additional 
needs or disability and factors that had been associated with variation in parental 
psychological outcomes such as adjustment, stress, overall distress, general mental health, 
anxiety and depression. These factors can be broadly summarised as child factors 
(behaviour problems; functional impairment; characteristics of condition); parental factors 
(cognitions, coping style, relationship satisfaction, self-esteem, self-efficacy); and 
environmental factors (available services; social supports). 
 
3.2.2 Sampling 
The representativeness of the samples selected for each study varied, with six of the ten 
studies only including mothers in their samples (Friedrich et al., 1988; Glenn et al., 2009; 
Hassall et al., 2005; Konstantareas & Lampropoulu, 1995; Lloyd & Hastings, 2009; McKinney 
& Peterson, 1987). In those studies that included fathers, two included samples of married 
parental couples (Lanfranchi & Vianello, 2012; Siman-Tov & Kaniel, 2011) and in the 
remaining two studies, no information was provided regarding the participants’ marital 
status (Dunn et al., 2001; Hamlyn-Wright et al., 2007;). Fathers have been found to differ 
from mothers with regard to the way they think about, make sense of and adjust to having 
a child with additional needs (Hastings, Beck, & Hill, 2005; Hastings, Kovshoff, Brown, Ward, 
Espinosa, & Remington, 2005; Janssens, 1994; Lanfranchi & Vianello, 2012) and this was the 
justification for inclusion of mothers only in several studies. However, fathers continue to 
be a group underrepresented in research on parents (Phares, Fields, Kamboukos, & Lopez, 
2005).  
 
The studies reviewed also varied in terms of how much information was provided regarding 
numbers of potential participants approached, numbers who actually took part and 
numbers who declined to take part or dropped out. Around half of the studies provided this 
information, although due to the recruitment methods (e.g. via parent support 
organisations) it was not always possible to determine this. One study looked at the 
characteristics of a sample of non-responders in some detail in order to ascertain whether        
their sample was representative of the population it was drawn from (Friedrich et al., 
1988). This highlighted that the responder sample was significantly more educated than the 




conclusions (Friedrich et al., 1988). This is a useful method of not only determining the 
generalisability of the findings, but also exploring the characteristics of parents who do not 
take part in research, in order to try and capture the reasons why this may be the case and 
make future studies more accessible and representative.  
 
Descriptions of the exact nature and severity of children’s disabilities or impairments and 
the impact on everyday family and child functioning varied across the studies. Even in those 
studies that defined the additional needs of the child related to their condition or disability 
explicitly, very few studies elaborated on how this impacted on the child and family’s 
everyday functioning. This information serves to contextualise any condition specific-
factors that may account for parental and family psychological outcomes and can also 
explain why parents may perceive that they have more or less control in their caring role.  
 
3.2.3 Design and method 
All of the studies except one (Lloyd & Hastings, 2009) adopted a cross-sectional survey 
design, making the directionality of relationships difficult to infer (Hamlyn-Wright et al., 
2007). Of the ten studies, only one included a comparison group of parents of children 
without additional needs (Hamlyn-Wright et al., 2007), although three studies did include 
between-group comparisons using sub-groups of the sample. Lanfranchi and Vianello (2012) 
compared the results of parents who had children with four different types of genetic 
condition with differing characteristics. McKinney and Peterson (1987) based their within-
group comparisons on the type of service intervention participants were receiving, and 
Konstantareas and Lampropoulu (1995) used a median-split of the scores on their main 
variable of interest to make within-group comparisons. 
 
Self-report questionnaires were distributed via post in all studies but one, where 
researchers went through questionnaires with participants as part of a semi-structured 
interview (Konstantareas & Lampropoulu, 1995). Administering measures in person is 
arguably more time-consuming, but may enable more representative data to be gathered 
from those who may not understand the questionnaires or who need support to complete 
them. These individuals might otherwise fail to complete or return questionnaires 
distributed via post, potentially leading to a bias towards inclusion of responses of 
individuals who may, for example, have more time or may be more educated or motivated 
to return their responses, such as in the Friedrich et al. (1988) study.  
 
Reliance on data gained solely from parental report also increases the possibility of source 
variance and the identification of associations based on this, rather than true effects 
(Hassall et al., 2005). Bugental, Johnston, New, and Silvester (1998) expressed concerns 




about their parenting. This is difficult to avoid when the subject of the research concerns 
parental experiences and perceptions. 
 
3.2.4 Statistical analysis 
A range of statistical analyses were employed in the ten studies reviewed (see Tables 2.1-
2.5 for details). Analyses in all of the studies were appropriately reported and justified, 
with some providing more extensive detail than others (e.g. a description of how 
parametric assumptions were explored). 
 
3.2.5 Quality of reporting 
Similarly, the quality of reporting across all of the ten studies reviewed was judged to be 
adequate or good. Again, some studies provided more detail than others, but this appeared 
to be related to the article length requirements of the different journals. Older studies 
tended to include less detail, which may have been due to restricted print space or 
accepted protocol at the time, although this is unclear. 
 
3.2.6 Generalisability 
The generalisability of the papers reviewed ranged from poor to good, with the findings of 
the majority of studies reviewed rated as adequate. It was difficult to assess 
generalisability for some studies as inadequate information was provided about the sample. 
The main factors that undermined generalisability were the dearth of fathers included in 
the studies, the very specific populations studied and the tendency for most samples to be 
recruited via parent support organisations. There may have been a self-selection bias, 
whereby parents experiencing more difficulties were more likely to take part (Hamlyn-
Wright et al., 2007). It may also be that those parents who do not engage with support 
organisations are coping effectively, or it may be that they are experiencing a higher rate 
of negative outcomes (Dunn et al., 2001). The findings of these studies should therefore be 
generalised with caution as they may not represent the experiences of all parents in that 
population.  
 
3.3 Synthesis of results 
 
3.3.1 Parental psychological outcomes 
In terms of the parent psychological outcomes investigated in relation to parental locus of 
control in the studies reviewed, stress was the dominant parental psychological outcome 
explored, appearing in all ten studies. Parental mental health (Siman-Tov & Kaniel, 2011), 
coping (Dunn et al., 2001; Glenn et al., 2009), negative and positive wellbeing (Friedrich et 
al., 1988) were also measured, in addition to anxiety (Hamlyn-Wright et al., 2007; Lloyd & 
Hastings, 2009), depression (Friedrich et al., 1988; Hamlyn-Wright et al., 2007; Lloyd & 




Lampropoulu, 1995). Parental psychological outcomes directly related to parenting that 
were investigated included parenting sense of competence, satisfaction and self-efficacy 
(Hassall et al., 2005). In addition to these parental psychological outcomes, psychological 
outcomes that were more relational that were explored included quality of marriage 
(Siman-Tov & Kaniel, 2011), family cohesion and family adaptability (Glenn et al., 2009; 
Lanfranchi & Vianello, 2012). Parental psychological outcomes that were significantly 
related to parental locus of control will be discussed in the next section in more detail. 
 
3.3.2 Role of parental locus of control  
An internal parental locus of control was associated with lower levels of reported 
depression and isolation in parents of children with autism (Dunn et al., 2001). However, 
parental locus of control did not appear to buffer against the negative effects of stress or 
enhance the positive effects of social support in this particular study. Furthermore, little 
information was provided regarding those who declined to take part in this study, therefore 
these results may represent those parents who were particularly motivated to take part 
because they were coping well, or the reverse. Hassall et al. (2005) demonstrated strong 
evidence of the relationship between cognitive states and parenting stress in mothers of 
children with ID, who face similar issues to those of parents of children with autism. Strong 
positive correlations between parental locus of control and parenting stress highlighted 
that mothers of children with ID who had a more external parental locus of control 
experienced higher levels of stress (Hassall et al., 2005).  However, the generalisability of 
these findings is also limited due to the fact that samples were drawn from a predominantly 
middle class, rural area and no information was provided about the characteristics of those 
who declined to take part.  
 
Lloyd and Hastings (2009) also reported that parental locus of control in mothers of 
children with ID was significantly associated with stress, as well as with depression and 
anxiety, in line with previous research (Friedrich et al., 1985). Mothers who had a more 
external parental locus of control reported more symptoms of distress (Lloyd & Hastings, 
2009). Furthermore, the development of a more external parental locus of control across 
time was associated with increased parental stress (Lloyd & Hastings, 2009). One 
theoretical explanation put forward for these findings was that mothers who feel that their 
child’s behaviour is beyond their control may develop learned helplessness (Seligman, 1975). 
Friedrich et al. (1988) also proposed that a perception of having some control in a situation 
mitigates against hopelessness, which they highlight is a common precursor of depression.  
 
Glenn et al. (2009) used cluster analysis to group families with similar characteristics and 
found that those with a more internal locus of control tended to have average to high  
levels of family cohesion, low to average levels of maladaptive coping, average levels of 




with a more external locus of control often had low levels of family support, very low levels 
of family cohesion, but average levels of child impairment. Parents with a high external 
locus of control were characterised by high levels of stressful events and maladaptive 
coping, average levels of family support, low levels of family cohesion and cognitive 
functioning of their child, and severe levels of child impairment. However, these findings 
tell us little beyond the types of families emerging in this particular study. Cluster analysis 
has been questioned in terms of the meaningfulness of the models yielded from the data 
and is often criticised in terms of how readily one can generalise from these type of results 
to larger populations (Henry, Tolan, & Gorman-Smith, 2005).  
 
Siman-Tov and Kaniel’s (2011) study of parents with developmental disorders also revealed 
further evidentiary support for a strong link between parental locus of control and parental 
stress. A more external parental locus of control appeared to be associated with higher 
levels of stress, but the directional relationship between parental locus of control and 
other factors investigated is unclear (Friedrich et al., 1988; Hassall et al., 2005). Beliefs 
related to locus of control may also interact with other coping resources and previous 
coping experiences to influence parent psychological outcomes (Beresford, 1994; Hassall et 
al., 2005) and further longitudinal research is needed in this area (Siman-Tov & Kaniel, 
2011). 
 
Although eight of the ten studies have highlighted a clear relationship between parental 
locus of control and parent psychological outcomes, Hamlyn-Wright et al. (2007) found that 
locus of control only mediated the relationship between parental stress and both 
depression and anxiety for parents of children without a developmental disorder. This was 
not the case for parents of children with a developmental disorder in their study (Hamlyn-
Wright et al., 2007). There could be a number of reasons for these findings differing from 
the majority of the studies reviewed. Parents were excluded from the study if their child 
had a diagnosis of a learning disability, although the exact definition used was not provided 
and the term can be misleading. It is used in America to represent what is generally 
referred to as a specific learning difficulty here in the UK. However, in the UK, the term 
learning disability is often used interchangeably with ID. If parents of children with ID were 
indeed excluded, this would highlight an important difference between this and the other 
studies reviewed, as the majority included parents of children who had an ID.  
 
Nevertheless, this study also used a measure of parental locus of control that differed from 
the measures employed in the other studies reviewed and this may account for the 
different pattern of results observed. The authors selected a general locus of control 
measure that was part of an inventory of personality tests (Goldberg, 1999; International 
Personality Item Pool, 2002), stating that they specifically avoided measures such as the 




confound its relationship with parenting stress (Hamlyn-Wright et al., 2007). However, such 
a general ‘trait-like’ measure as that which appears to have been used may not have been 
sensitive enough to the more ‘state-like’ cognitions of parents in relation to the role of 
parenting a child with additional needs.  
 
In fact, Lloyd and Hastings (2009) noted that the moderate stability co-efficients of 
parental locus of control scores in their study using the Parent Locus of Control Scale 
indicated that it may not be a typical trait-like variable and may be affected by the 
environment in a state-like manner. The relative instability of the Child Control domain of 
the Parental Locus of Control Scale revealed by Lloyd and Hastings (2009) could be 
indicative of parents feeling differently about how their child’s needs affect their lives at 
different times. The fact that Hamlyn-Wright et al. (2007) utilised a novel measure of 
stress put together for the purpose of the study and gave little information regarding its 
psychometric properties also further undermines their findings.  
 
In the Konstantareas and Lampropoulu (1995) study, age of onset of the child’s deafness 
and parental self-esteem were significantly associated with parenting stress. However, 
parental locus of control was not. The authors noted that 83 per cent of the mothers in 
their sample were categorised as having an external locus of control and that this may 
explain the pattern of their results. It is suggested that cultural factors may account for 
this high proportion of mothers with an external parental locus of control, as the authors 
outlined that in Greece there is little well organised and predictable support available from 
services and so mothers may feel like there is a lot outside of their control (Konstantareas 
& Lampropoulu, 1995). However, without a comparison group, this cannot be elucidated. A 
further limitation of this study is the exclusion of fathers, although this is acknowledged by 
the authors who explained that fathers were sought during recruitment but did not wish to 
participate (Konstantareas & Lampropoulu, 1995). 
 
Despite several limitations in terms of sampling and analysis in the studies reviewed, there 
was a consensus across eight of the studies that a more external parental locus of control 
was associated with negative parent psychological outcomes. These included higher levels 
of depression and isolation (Dunn et al., 2001), parental stress (Hassall et al., 2005; Lloyd & 
Hastings, 2009) and depression and anxiety (Lloyd & Hastings, 2009). These findings also 
replicate the previous research of Friedrich et al. (1985), thus the relationship between an 
external parental locus of control and various negative parent psychological outcomes 
appears to be robust. Furthermore, external locus of control appears to be linked with 
maladaptive coping, which fits with the above findings. 
 
More detailed analysis of Parental Locus of Control Scale subscale scores revealed that the 




Parenting Stress Index, with the remaining subscales revealing much smaller associations 
(Hassall et al., 2005). This suggests that these two subscales show the most utility in 
predicting parenting stress, a finding that replicates previous research (Campis et al., 1986; 
Hagekull et al., 2001). Lloyd and Hastings (2009) similarly found that the Parental Control 
subscale correlated significantly with all maternal wellbeing measures used in their study 
and significantly predicted positive perceptions and anxiety at time one. Therefore, the 
Parental Control domain of the Parental Locus of Control Scale appeared to be the most 
useful predictor of parenting stress (Hassall et al., 2005) and maternal wellbeing. 
 
The Parental Responsibility subscale of the Parental Locus of Control Scale was not related 
to any of the maternal wellbeing variables measured at time one in Lloyd and Hastings’ 
(2009) study. Lanfranchi and Vianello (2012) reported that parents of children with Fragile 
X syndrome had lower scores on this domain than parents of children with other genetic 
conditions (Williams syndrome, Down syndrome and Prader-Willi syndrome). It may be that 
this domain is related to factors that were not fully investigated in these studies, such as 
the level of services parents were receiving or whether they were actively involved in 
parent support groups or organisations. Therefore, these findings are inconclusive and it 
would be useful to include these factors as variables in future research.  
 
Parents of children with Fragile X syndrome and Prader-Willi syndrome scored more highly 
than other groups of parents with genetic syndromes on the Child Control of Parents’ Life 
domain of the Parental Locus of Control Scale (Lanfranchi & Vianello, 2012). The authors 
purport that this indicates an external parental locus of control. However, although the 
Italian short-form of the QRS was used in this study, which included a domain measuring 
Child’s Characteristics, children’s levels of behavioural difficulties, adaptive and 
intellectual functioning were not explicitly measured. This represents a significant 
limitation as it is likely that the group differences observed in the Lanfranchi and Vianello 
(2012) study could be alternatively explained in terms of condition sub-group differences on 
these variables and their interactions with parental locus of control.  
 
Parents who perceived their child as having a higher number of behaviour problems also 
tended to have a more external parental locus of control and higher levels of stress 
(Lanfranchi & Vianello, 2012). Inclusion of an objective, other-rated measure of child 
functioning and behavioural difficulties would have been a useful addition to this study, as 
it may be that parents who perceive their role as more stressful and who feel they have 
little control of their situation also perceive their child as being more problematic. It is 
difficult to unpick the direction of these complex relationships relying on parent self-report 
measures and a cross-sectional design. This study also reported that the Child Control of 
Parents’ Life domain of the Parental Locus of Control Scale appeared to be particularly 




Characteristics domain. It seems that parents’ perceptions of their child’s characteristics 
and of how much control the child exerts over their parents’ lives appear to be key 
cognitive variables implicated in psychological outcomes of parents whose children have a 
genetic condition (Lanfranchi & Vianello, 2012).  
 
Rotter (1966) actually highlighted in his original work on locus of control that the repetition 
of environmental events can weaken or strengthen behavioural expectancies, yet only one 
of the studies reviewed employed a longitudinal design. Further research of a longitudinal 
nature is required to elucidate how parental locus of control affects parent psychological 
outcomes over time and the direction of these relationships. In the only longitudinal study 
reviewed, Lloyd and Hastings (2009) did not report any significant relationships between 
parental locus of control and maternal wellbeing across time, but a bi-directional 
relationship was observed between maternal stress and changes in the total parental locus 
of control score across time. However, 33 per cent of the sample were lost to follow-up at 
time two and this may have influenced the results.  
 
It was also posited that the Parental Locus of Control Scale that was used in several of the 
studies reviewed required further development, due to the several adaptations of the 
original measure currently in use (Lloyd & Hastings, 2009). It has been reported elsewhere 
that this measure would benefit from more use with larger samples to ensure reliability 
(Hagekull et al., 2001). In addition, the discriminant validity of the Parental Locus of 
Control Scale requires further investigation, as it may be measuring other constructs such 
as parental distress or other cognitive variables (Lloyd & Hastings, 2009). Thus, the fact 
that there is currently no psychometrically sound instrument available to measure parental 
locus of control that is well validated with the populations of parents studied is a limitation 
of all of the studies reviewed. 
 
It is evident that further research is needed to better understand parental locus of control 
in parents of children with disabilities, especially fathers, who are underrepresented in the 
research literature (Olsson & Hwang, 2008). This should ideally be longitudinal in order to 
elucidate the direction of any emerging relationships and should take into account any 
factors that may affect parental locus of control, such as the level of support provided to a 
family from services. It would also be useful to explore locus of control in other carers of 
children with additional needs, such as carers in the wider family and paid health, social 
care and education professionals (Lloyd & Hastings, 2009). Once more sensitive, refined 
measures of parental locus of control are available, it may represent an ideal outcome 
variable for measuring change following interventions with parents (Lloyd & Hastings, 2009). 
Lloyd and Hastings (2009) also suggested that it may be fruitful to investigate control in 







4.1 Summary of evidence 
The ten papers reviewed yielded a number of findings relating to the relationship between 
parental locus of control and parental psychological outcomes for parents who have a child 
with additional needs due to a disability, medical condition or severe sensory impairment. 
The key findings highlighted a strong link between an external parental locus of control and 
increased negative parental psychological outcomes. These included higher levels of stress, 
anxiety, depression and general distress, in addition to use of more maladaptive coping 
strategies. On the other hand, a more internal locus of control was associated with lower 
levels of parental stress.  
 
Other cognitive factors that influenced parental psychological outcomes included parental 
sense of coherence, self-efficacy, self-esteem and satisfaction related to their parenting 
role. These concepts appear to have some overlap with parental locus of control. It became 
clear that parents’ perceptions of factors such as their child’s level of impairment or 
disability and the characteristics of their child’s condition were also related to parental 
stress and coping. Other factors that were identified as being influential to parent 
psychological outcomes included parental coping style and social support. Finally, the 
papers reviewed revealed that a number of parents were functioning well and were able to 
appreciate the positive aspects of having a child with additional needs and this was linked 
to lower levels of stress and higher levels of wellbeing. 
 
4.2 Theoretical implications 
Four key theoretical models were outlined earlier that attempt to explain the relationship 
between stressors and psychological outcomes, such as adjustment, coping and wellbeing. 
These were the Stress-coping model (Lazarus & Folkman, 1984), the Stress-coping model for 
coping with chronic disease (Lazarus, 1991), the Double ABCX model (MCubbin & Patterson, 
1983) and the Parent Disability-Stress-Coping Model (Wallander, Varni, Babani, DeHaan, et 
al., 1989). All of these models propose that individuals may manifest different 
psychological outcomes in response to similar stressors and that individual variation results 
from various factors internal and external to the individual coping with the stressor. The 
studies reviewed were grounded in these theoretical models and investigations focused on 
identification of particular factors that could account for individual variation. The wider 
effects of stressors were also acknowledged, with several studies measuring how relational 
variables, such as family cohesion and marriage quality, were influenced by the stressor of 
having a child with a disability. 
 
The studies reviewed provided support for several elements of the two stress-coping models 




Double ABCX model (MCubbin & Patterson, 1983). Stressor characteristics, conceptualised 
in this case as aspects of the child’s disability, were identified as being important to parent 
psychological outcomes. Studies highlighted that a diagnosis of autism was associated with 
higher levels of parental stress (Hamlyn-Wright et al., 2007; Lanfranchi & Vianello, 2012), a 
finding consistent across the wider literature (International Association for the Scientific 
Study of Intellectual and Developmental Disabilities, 2012). Furthermore, other child 
characteristics such as the their level of physical incapacitation (Friedrich et al., 1988; 
McKinney & Peterson, 1987), developmental disability (McKinney & Peterson, 1987), 
behavioural difficulties (Hassall et al., 2005; Konstantareas & Lapropoulu, 1995) and the 
age of onset of their disability (Konstantareas & Lapropoulu, 1995) all influenced parental 
psychological outcomes. According to the models mentioned, this may be due to the 
inherent nature of the stressor characteristics or to the fact that they are appraised by the 
parent as challenging. 
 
All four theoretical models highlight the key role of appraisals of the stressor and how 
equipped the individual feels to deal with it. Six of the ten studies identified various types 
of parental cognitions (e.g. locus of control) as significantly correlated with psychological 
outcomes, including parental stress, depression and coping (Glenn et al., 2009; Hamlyn-
Wright et al., 2007; Hassall et al., 2005; Lloyd & Hastings, 2009; McKinney & Peterson, 
1987; Siman-Tov & Kaniel, 2011), providing evidentiary support for this element of the 
models. However, there was also evidence that parental cognitions are influenced 
themselves by other factors, such as the quality of marital and family relationships (Glenn 
et al., 2009; McKinney & Peterson, 1987; Siman-Tov & Kaniel, 2011), religiosity (Friedrich 
et al., 1988) and even the wider cultural and political context (Konstantareas & Lapropoulu, 
1995). Furthermore, based on the literature reviewed, these are likely to be bi-drectional 
relationships. For example, Lloyd and Hastings (2009) identified one such relationship 
between maternal stress and parental locus of control, and Dunn et al. (2001) found that 
increased parental positive reappraisals corresponded to decreased social isolation. 
However, the cross-sectional nature of the majority of these studies makes it difficult to 
determine the direction and nature of causality in these relationships. 
 
Although anxiety and depression were measured across several of the studies, this was 
often directly linked to parental stress. The range of emotions experienced in response to 
the stressor of having a child with a disability requires further attention in both the 
research literature and theoretical models. Qualitative research exploring the nature of 
parental experiences would inform this and would add to current theoretical 
conceptualisations of the stress process that emphasise cognitive factors, given the well 





The Double ABCX model emphasises the fact that having a child with a disability is a 
stressor that unfolds and changes over time, as do families’ resources and responses. The 
only longitudinal study reviewed revealed that if mothers developed a more external 
parental locus of control across time, this was associated with increased parental stress 
(Lloyd & Hastings, 2009). Thus there is a clear need for research that monitors the stress 
coping trajectory of families over time in order to fully understand it. 
 
 4.3 Implications for practice 
Practitioners working with families of children with additional needs must remain aware of 
the variety of beliefs that parents may hold (Friedrich et al., 1988). The potential for 
parental beliefs to be a coping resource has been emphasised, but the need to mobilise 
other supports and resources has also been highlighted (Friedrich et al., 1988). Dunn et al. 
(2001) suggested that facilitating social support and adaptive ways of coping amongst 
parents of children with additional needs would be beneficial, in addition to enhancing 
parents’ sense of control over their situation. Furthermore, their findings regarding the 
unhelpfulness of emotion-focused escape and avoidance coping styles indicates that 
practitioners should discourage the use of this type of strategy, including hoping for 
miracles, having fantasies, avoiding contact with others or using food or substances as 
avoidance.  
 
Encouraging use of a range of coping styles is important, especially positive appraisal and 
confrontive coping, as these have been found to be more likely to lead to positive parent 
psychological outcomes (Dunn et al., 2001). Positive reappraisal includes rediscovering the 
important things in life, finding new faith and meaning, growing as a person and being 
inspired to be more creative (Dunn et al., 2001). Confrontive coping includes fighting for 
what is wanted, letting feelings out, expressing appropriate anger towards the problem and 
taking chances (Dunn et al., 2001). Hassall et al. (2005) added that existing behavioural 
interventions offered by services that aim to reduce children’s difficult behaviour also need 
to include components that address parental coping styles and beliefs regarding their own 
parenting capacities, in the context of the demands their child presents that may be 
attributed to causes outside of their control.  
 
Investigation of the relationships between parental locus of control, parenting satisfaction 
and adaptive coping styles would be useful for informing the development of interventions 
for parents to ameliorate the stress they experience in relation to parenting a child with 
additional needs (Hassall et al., 2005; Weiss, 2002). However, Hamlyn-Wright et al. (2007) 
encourage further research exploring parental locus of control that involves interventions 
designed to directly decrease the stress associated with parenting a child with additional 
needs. They suggest that interventions aimed at increasing parents’ perceived control over 




have a child with additional needs, although this may be useful for parents who have 
typically developing children (Hamlyn-Wright et al., 2007). Instead, they suggest that 
psychological interventions for parents of children with additional needs should focus on 
increasing acceptance of external stressors independent of the child-parent relationship 
that may be uncontrollable. They also posit that additional help with these stresses and the 
practical difficulties experienced by parents, rather than attributional retraining, is likely 
to be beneficial to promote parental adjustment (Hamlyn-Wright et al., 2007). 
 
4.4 Strengths and limitations of review 
This is the first systematic exploration of the relationships between parental locus of 
control and psychological outcomes for parents who have a child with a disability. It 
offered a particular focus on implications for practice for those working with this group of 
families. However, the review has a number of limitations that mean the results and 
conclusions may not be readily generalisable beyond the populations studied. The samples 
of parents included in the studies reviewed had considerable heterogeneity, although this 
could also be considered a strength as the findings seemed to converge across different 
groups of parents with children with various disabilities and conditions.  
 
Due to resource constraints, the review excluded studies that were not published in English, 
thus introducing a bias for research conducted in English-speaking, Western cultures. 
Parental locus of control may manifest differently in other cultural settings and it is 
important to examine a broad range of parenting experiences and practices in order to 
identify protective factors. Furthermore, the samples included in the papers reviewed were 
predominantly Caucasian, middle-class, married parents of high socio-economic status, thus 
the findings may not be generalisable to parents in different demographic circumstances. 
 
Finally, qualitative research was excluded from the review in order to maintain consistency 
of methodological appraisal. Considering the importance of the nature of parents’ thoughts, 
attitudes, perceptions and appraisals of their family circumstances, it would be informative 
to explore qualitative investigations of the nature of parents’ thoughts, beliefs and 
experiences when they have a child with a disability. 
 
4.5 Conclusions 
Research investigating the role of parental cognitive factors and parental psychological 
outcomes for parents of children with a disability is steadily gathering pace. A number of 
good quality cross-sectional questionnaire based studies have been conducted over the past 
two decades that provide evidentiary support for the utility of existing theoretical concepts 
and frameworks. The majority of studies reviewed highlighted the relationship between an 
external parental locus of control and a variety of negative parental psychological 




mechanisms at play when experiencing the stressor of caring for a child with a disability 
and the psychological sequelae for the child, parent, family and wider systems. Good 
quality research in this area will enable the development of an evidence base that will in 
turn inform the development of effective interventions that can be used in practice to 
enhance the psychological wellbeing of those caring for a child with a disability and thus 
promote the wellbeing of the child and wider family. 
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CHAPTER 2: INTRODUCTION TO STUDY 
 
This chapter briefly revisits the theoretical background and key findings of the systematic 
review in order to set the context and develop the rationale for the current study. The 
research hypotheses of the study are then subsequently outlined. The study will investigate 
whether cognitive factors predict parental subjective wellbeing in a specific group of 
parents who have children with profound and multiple intellectual disabilities (PMID). 
Children with PMID are a heterogeneous group who have a profound intellectual disability, 
in addition to multiple sensory, motor and other impairments. They also commonly have a 
multitude of medical conditions that require complex management and that can be life 
limiting, representing a number of challenges for family caregivers that will be explored in 
more detail in the next chapter.  
 
Theoretical background 
Four key theoretical models were outlined in the systematic review chapter: the Stress-
Coping Model (Lazarus & Folkman, 1984), the Stress-Coping Model for Coping with Chronic 
Disease (Lazarus, 1991), the Double ABCX Model (MCubbin & Patterson, 1983) and the 
Parent Disability-Stress-Coping Model (Wallander et al., 1989). All of these models 
reinforced the multi-dimensional and transactional nature of the process of responding to 
stress in various contexts. Cognitive, emotional and behavioural responses to a stressor are 
central variables that influence outcomes. These can be at the level of an individual, family, 
or wider system and are partly determined by the wider environment and available 
resources. Cognitive appraisals are particularly important, as they affect whether a 
situation is perceived as positive or negative, and within or outside one’s control. This then 
influences an individual’s or family’s emotional and behavioural responses and determines 
the coping strategies they may or may not employ. Different coping styles are associated 
with different outcomes, thus cognitive appraisals have an important role in mediating the 
relationship between a stressor and outcome. 
 
Locus of control 
As outlined in the systematic review, locus of control is a specific type of cognitive 
appraisal involved in this process and the concept is derived from Rotter’s (1954) social 
learning theory. This proposed that the potential occurrence of behaviours that satisfy 
some need is a function of the expectancy that those behaviours will lead to these 
reinforcements, in addition to the strength of value these reinforcements have. A key 
aspect of this is the individual’s interpretation of the cause of their experiences. Rotter 
(1966) observed that some individuals adapt their behaviour following new experiences and 
gain from this, whilst others attribute change to others, rather than their own behaviour or 
characteristics. Expectancies regarding the controllability of outcomes thus determine 




controllability judgements affect subsequent responses to that and other situations through 
a causal analysis of success and failure (Lefcourt, 1982).  
 
Parental locus of control  
Locus of control is deemed situation specific and can vary depending on the situation and 
the behaviour (Rotter, 1975). Parental locus of control relates to a parent’s experience of 
parenting their child, specifically how much they perceive the child’s behaviour and 
development are a result of the parenting they receive and how much control they have 
over these child outcomes as their parent (Lloyd & Hastings, 2009a). A parent with an 
internal parental locus of control will believe that they have some control over the child, 
their behaviour and their development. Whereas a parent with an external parental locus 
of control will perceive that they have little or no control over the child, their behaviour 
and their development.  
 
Parental locus of control and parenting a child with a disability 
The systematic review revealed a strong relationship between parental locus of control and 
several parental psychological outcomes. An external parental locus of control was linked 
with higher levels of stress (Hassall et al., 2005; Lloyd & Hastings, 2009a; Siman-Tov & 
Kaniel, 2011), anxiety (Lloyd & Hastings, 2009a), and depression (Dunn et al., 2001; Lloyd & 
Hastings, 2009a), in addition to use of more maladaptive coping strategies (Dunn et al., 
2001). An internal parental locus of control was associated with lower levels of parental 
stress (Dunn et al., 2001), the ability to recognise positive gains of having a child with a 
disability (Lloyd & Hastings, 2009a) and increased family cohesion (Glenn et al., 2009).  
 
In addition, parental locus of control mediated the inverse relationship between stress 
levels of mothers of children with ID and family support in one of the studies examined in 
the systematic review (Hassall et al., 2005). They suggested that family support facilitated 
the development of a more internal parental locus of control. Furthermore, social support 
has been found to indirectly affect parental adjustment and the reported severity of the 
child’s symptoms via parental stress (Siman-Tov & Kaniel, 2011). Receiving support seems 
to lower stress by helping parents feel more in control and encouraging a sense of meaning 
(Siman-Tov & Kaniel, 2011). Therefore, parental locus of control influences parental 
psychological outcomes resulting from the experience of caring for a child with a disability, 
both directly and indirectly.  
 
Other cognitive factors  
In the context of parenting a child with a disability, parental locus of control is one of a 
number of cognitive factors associated with resilience in parents of children with ID. These 




(Baker et al., 2005), benefit finding (Rapanaro et al., 2008), acceptance (Lloyd & Hastings, 
2008) and mindfulness (Singh et al., 2006). 
 
The ability to report positive experiences of parenting a child with additional needs has 
also been implicated in parent psychological outcomes (Glenn et al., 2009; Hassall et al., 
2005; Lloyd & Hastings, 2009a). There is evidence that maternal positive perceptions of 
having a child with a disability are associated with reframing as a coping strategy (Hastings 
et al., 2002). Parental beliefs are also significant in terms of parents’ appraisal of the 
efficacy of behavioural interventions, with beliefs of intervention efficacy associated with 
lower parenting stress (Hastings & Johnson, 2001).  
 
Positive psychological outcomes for parents who have a child with a disability 
Psychology as a field has devoted more attention to unhappiness and dysfunction than to 
the determinants and consequences of positive functioning (Diener, 1984). The literature 
on factors that promote and facilitate positive psychological outcomes for parents of 
children with disabilities follows this pattern and is less developed than that investigating 
parenting stress in this group (Olsson & Hwang, 2008). It is important to look at families 
that do well, as well as families who struggle, given that parents report both positive and 
negative experiences related to having a child with a disability (Heiman, 2002; Lloyd & 
Hastings, 2009b). It could be argued that the existing literature does indeed investigate 
factors that promote wellbeing, as one of the sequelae of investigating stress. Nevertheless, 
there are problems with using an ‘absence of’ stress, distress or mental health issues as a 
proxy measure of wellbeing (Ruini et al., 2003). Research incorporating both positive and 
negative psychological outcomes has revealed that they are independent of one another 
(Hastings & Taunt, 2002), thus the absence of one should not necessarily be interpreted as 
the presence of the other.  
 
With the growth of wellbeing research and positive psychology more generally, there has 
been a proliferation of research explicitly investigating adaptive psychological functioning 
and positive psychological outcomes, such as subjective wellbeing, adjustment, quality of 
life, satisfaction, adaptation and acceptance (Seligman & Csikszentmihalyi, 2000).This has 
resulted in the development of a wide range of tools to measure these concepts, although 
none have been developed specifically for parents of children with a disability. However, 
positive psychology has been described as an area that is gaining credence in the field of 
intellectual disability research (Lloyd & Hastings, 2009b). 
 
Further research is needed to identify factors that promote positive psychological outcomes 
such as parental wellbeing and adjustment to parenting a child with a disability. Explicitly 
investigating these, in addition to factors that protect against the negative impact of the 




to the literature and provide a useful basis for developing interventions. The development 
or adaptation of psychometrically robust measures for this purpose will also facilitate and 
encourage further research in this area that explicitly focuses on aspects of positive 
psychological outcomes in this group of parents.  
 
Rationale and aims for the current study 
Further research that focuses on factors that promote positive psychological outcomes and 
adaptive psychological functioning of caregivers and families of children with disabilities 
will enable the development of an evidence base to inform interventions. Cognitive factors 
have been found to have both a direct and indirect role in determining psychological 
outcomes for this group and are one area where interventions could be developed, as 
cognitions can be amenable to change.  
 
Consequently, one of the research aims for this study is to identify cognitive factors that 
predict subjective wellbeing in parents of children with a disability. Parental locus of 
control and positive perceptions of their child were selected as the two dependent 
variables to investigate in the current study, as the literature reviewed indicated that these 
both predict positive psychological outcomes in parents of children with a disability. 
 
Rationale for chosen population 
The current study will focus on a specific subgroup of family caregivers of children who 
have PMID. This group is relatively underrepresented in the research literature and thus 
little is known about the applicability of existing models of caregiving stress to this distinct 
subgroup of caregivers. Children with PMID have a very specific pattern of needs in terms of 
multiple physical disabilities, medical conditions and severely impaired cognitive 
functioning, which vary hugely between individuals. These are some of most vulnerable 
young people in society and there are multiple care tasks associated with supporting them.  
 
It is important to specifically consider this group of caregivers as they are at increased risk 
of negative psychological outcomes due to manifesting multiple risk factors identified in 
the literature. These include caring for a child with chronic and potentially life-limiting 
physical health issues that often require complex medical management, who is both 
severely cognitively and functionally impaired and requires a high level of constant support. 
The emotional effects of this, such as feelings of guilt, loss, anxiety, depression and anger 
increase the likelihood of poor psychological functioning. The wider effects on caregivers 
and their families’ lives in terms of reducing the likelihood of protective factors such as 
social supports, a career, and healthy relationships with significant others also mean that 
this is a group particularly at risk of poor psychological outcomes. The broader impact of 
this is also important to consider, in terms of the financial, community and societal costs 





This study will investigate whether two types of parental cognitions, parental locus of 
control and positive perceptions of their child, predict the subjective wellbeing of parents 
and family caregivers of children with PMID. It will also investigate whether any of these 
factors are significantly related to one another. The subjective wellbeing of this group will 
also be compared to that reported in the general population and in parents of children with 
behavioural difficulties who do not have a disability. 
 
It is hypothesised that: 
(i) Self-reported parental locus of control will be predictive of self-reported parental 
subjective wellbeing.  
(ii) Self-reported recognition of the positive gains of having a child with PMID will be 
predictive of self-reported parental subjective wellbeing. 
(iii) Self-reported subjective wellbeing will be lower in parents and family caregivers of 
children and young people with PMID than in parents of children with behavioural 
































CHAPTER 3: JOURNAL ARTICLE 
 
This chapter summarises the background, aims, method, results and findings of the 
research study in the format of a journal article. A discussion of implications of these 
findings with regard to clinical practice and future research also follows, in addition to the 
references for the journal article. The style guidelines of the journal Research in 





































JOURNAL ARTICLE ABSTRACT 
 
Parental locus of control predicts subjective wellbeing in parents who have a child with 
profound and multiple intellectual disability 
 
Background: Parenting a child with a disability is associated with higher levels of stress, 
anxiety, and depression than parenting a typically developing child. However, some parents 
demonstrate considerable resilience and are able to adjust to this demanding role.  
 
Aims: This study aimed to explore levels of parental subjective wellbeing in a specific 
group of these parents: those who have a child with profound and multiple intellectual 
disabilities (PMID). It also aimed to determine whether two types of parental cognition, 
parental locus of control and realisation of positive gains of having a child with PMID, were 
predictive of parental subjective wellbeing. 
 
Method: A single sample of parents and family caregivers (N=101) completed three 
quantitative self-report questionnaires as part of a within-participant, cross-sectional 
survey design. These included the Positive Gain Scale, a modified version of the Parental 
Locus of Control Scale and the Warwick-Edinburgh Mental Wellbeing Scale. 
 
Results: The median subjective wellbeing score for this group of parents was well below 
the equivalent value for the general population. Regression analysis revealed that parental 
locus of control significantly predicted parental subjective wellbeing (β= -.279, t(2,99)= 
9.419, p= .005.), accounting for around 8% of the variance in WEMWBS scores, adjusted 
R2= .081, F(2,99)= 5.474, p= .006. 
 
Conclusions: These results highlight the importance of parental locus of control in 
influencing the subjective wellbeing of parents of children with PMID. This suggests a role 
for psychological intervention for parents and families with a focus on promoting an 
internal parental locus of control. However, further research is needed. 
 
Highlights  
• 101 parents of children with profound and multiple disability participated  
• A single sample, cross-sectional survey design was employed 
• Parental locus of control predicted parent subjective wellbeing 
• Realisation of positive gains did not predict parent subjective wellbeing 
• Further research is needed in this area 
 








Around 2.5% of the UK population has an intellectual disability (ID; Michael, 2008), defined 
as significant impairment in the areas of cognitive and adaptive functioning that manifests 
before the age of 18 years (British Psychological Society, 2000). People with profound and 
multiple intellectual disabilities (PMID) are a sub-group of this population who need the 
highest levels of support with most aspects of daily life due to having more than one 
pervasive disability in several areas of functioning (Mencap & PMLD Network, n.d.). These 
include significant cognitive, sensory, communication and mobility impairments and 
complex physical and mental health needs (Mencap & PMLD Network n.d.).  
 
1.2 Prevalence 
There is a paucity of accurate information regarding the numbers of people with PMID, 
which is due in part to the differing criteria used to define this population (Hogg, 1999; 
Nakken & Vlaskamp, 2007; Pawlyn & Carnaby, 2009). Emerson and Hatton (2009) recently 
estimated that there were 12567 children and young people under 18 in England with PMID 
and highlight that the ‘true’ overall number of people with ID known to services is likely to 
increase in the UK by twenty per-cent over the period 2001-2021. The numbers of people 
with PMID are therefore likely to continue to increase significantly, due mainly to advances 
in medical care and improved support in developed countries such as the UK (Nakken & 
Vlaskamp, 2007).  
 
1.3 Aetiology 
The aetiology of PMID is highly variable and not always identifiable (Hogg, 1999), although 
it is accepted that sixty to seventy five per cent of of biological causes occur prenatally 
(Pawlyn & Carnaby, 2009) and that significant neurological damage leads to a wide range of 
developmental difficulties compounded by physical health problems (Hogg, 1999). Genetic 
conditions such as Rett syndrome, Cornelia de Lange syndrome and Rubenstein-Taybi 
syndrome are associated with PMID (Arvio & Sillanpää, 2003) and cerebral palsy is the most 
common non-genetic cause (Pawlyn & Carnaby, 2009). Other causes include birth trauma 
and cerebral hypoxia perinatally, and accidents and infections such as meningitis, 
postnatally (Pawlyn & Carnaby, 2009). Psychosocial factors are not thought to be a major 
factor contributing to the occurrence of severe and profound intellectual disabilities 
(Emerson, Hatton, Felce, & Murphy, 2001).  
 
1.4 Care needs 
The physical health needs of this group are highly complex (Nakken & Vlaskamp, 2007), 
usually require 24 hour care and often include severe epilepsy, chronic respiratory 




(Espie et al., 1998; Hogg, 1999). The move from institution-based care of children with 
complex medical needs to increasingly home-based care in recent decades means that 
parents and caregivers often have to become highly skilled in terms of treatment regimes 
and medical equipment (Hatzmann Maurice-Stam, Heymans, & Grootenhuis, 2009). This can 
be extremely demanding for family caregivers and often impacts on other areas of their 
life, such as employment (Edwards & Titman, 2010).  
 
Individuals with PMID are particularly vulnerable to illness and mortality due to the nature 
of their complex needs, although advances in medical technology have contributed to 
changes in patterns of morbidity and mortality (Department of Health, 2001; Kirk, 1998; 
Nakken & Vlaskamp, 2007). Severe problems with eating, drinking, sleeping, motor skills, 
toileting, self-care, emotion-regulation and communication are highly prevalent within this 
group as a consequence of their complex healthcare and psychological needs (Nakken & 
Vlaskamp, 2007). Sensory impairment and sensitivities are also an issue for people with 
PMID (Nakken & Vlaskamp, 2007). Consequently, individuals with PMID must completely rely 
on those around them to recognise and meet their complex needs accordingly (Nakken & 
Vlaskamp, 2007).  
 
1.5 Psychological needs  
As well as fragile physical health, individuals with PMID can also experience significant 
stress and anxiety as a result of having very limited control over their environment (Hogg, 
1999). There is evidence that they may experience distress, even when no overt signs of 
this are present (Chaney, 1996). People with PMID are also very sensitive to the emotional 
state of mind of those caring for them, in addition to commotion, co-operation and tension 
in the environment in which they are being cared for (Petry et al., 2007). They also have 
difficulties understanding and communicating their needs and rely on those around them to 
recognise and interpret often idiosyncratic patterns of behaviour, which can be a complex 
and challenging process for caregivers (Bunning, 2009). Family and frontline caregivers are 
usually the most sensitive to changes in the person with PMID that can indicate 
psychological distress, but may not have the knowledge or skills to recognise and prevent 
difficulties (Moss, Bouras, & Holt, 2000). It has been reported that they are also often 
unaware that the person they are caring for can be referred for psychological or psychiatric 
assessment and intervention (Hogg, 1999). Parents and other caregivers have anecdotally 
reported anxiety and depression in those they care for with PMID (Nind, 2009), but in both 
research and clinical practice, accurate and reliable identification of mental health 
problems in this group is difficult (cf. Hatton, 2002). 
 
1.6 Impact on caregivers 
In addition to the emotional distress experienced by people with PMID, their behaviour may 




production of sounds or noises that are disruptive or difficult to ignore (e.g. crying, 
screaming), ingestion of inappropriate objects or substances, and in particular, self-
injurious behaviour (Hogg & Lambe, 1988). This can be very distressing for caregivers to 
witness and difficult and unsafe to ignore, thus making these behaviours challenging and 
stressful to manage (Bunning, 2009). It has been widely acknowledged that parents’ 
commitment to caring for a child with PMID is unconditional and long-term (Hogg & Lambe, 
1988). However, this caring role presents a set of demands that are somewhat different to 
caring for more able relatives or those with fewer health issues (Hogg, 1999). Caring for 
someone with such a range of pervasive, complex needs that often follow an unpredictable 
course, results in an extensive variety and range of caring activities (Raina et al., 2004). All 
of these factors represent a number of significant stressors inherent in this caring role  
(Lambe, 1998), which for family caregivers is often not optional.  
 
The burden of care experienced by this group of caregivers affects their quality of life and 
puts them at particular risk of experiencing adverse psychological consequences (Hatzmann 
et al., 2009). It is well-established that parents of children with significant illness or 
disability are more likely to experience stress, anxiety, depression and decreased wellbeing 
than parents of children who do not have these difficulties (Foster, Kozachek, Stern & 
Elsea, 2010; Fotiadou, Barlow, Powell, & Langton, 2008; Ketelaar, Volman, Gorter & 
Vermeer, 2008; Kuster & Badr, 2006; Neece, Green & Baker, 2012; Singer, 2006). Greater 
caring demands and higher levels of motor and cognitive impairment in those being cared 
for have been associated with higher levels of caregiver stress and burden (Deater-
Deckhard, 2004; O’Neil, Palisano, & Wescott, 2001; Ong, Chandran, & Peng, 1999). Added 
to the more practical stressors are the emotional challenges of caring for a child with 
multiple disabilities and complex health issues that can be life limiting (Edwards & Titman; 
Fitton, 1994; Grove, 2007). These may include feelings of emotional pain, loss, guilt, anger, 
anxiety, helplessness, depression, as well as a range (and often mixture) of other emotions 
(Aldridge, 2007; Beckman, 1991). Furthermore, families exist as systems and are present 
within a wider context, thus the influence of external stressors not directly related to the 
person with PMID can also add extra pressures to family caregivers and wider networks 
(Raina et al., 2004; Wallander & Varni, 1998). 
 
1.7 Caregiver wellbeing 
Parents report both positive and negative experiences related to having a child with a 
disability (Lloyd & Hastings, 2009a). Therefore, positive experiences of caregivers need to 
be investigated in order to understand factors associated with caregiver wellbeing and 
adaptation, as well as the stressors and negative outcomes associated with this role 
(Kearney & Griffin, 2001; Olsson & Hwang, 2008). There has been a renewed interest in 
wellbeing research and positive psychology in recent years, resulting in a proliferation of 




outcomes, such as subjective wellbeing, adjustment, quality of life, satisfaction, 
adaptation and acceptance (Seligman & Csikszentmihalyi, 2000). Positive psychology has 
been described as an area that is gaining credence in the field of ID research (Lloyd & 
Hastings, 2009a) and recent studies have investigated hope (e.g. Lloyd & Hastings, 2009a), 
wellbeing (e.g. Glidden, Billings, & Jobe, 2006), optimism (e.g. Baker, Blacher, & Olssen, 
2005), and acceptance (Lloyd & Hastings, 2008) in parents of children with ID. A better 
understanding of factors that facilitate subjective wellbeing and adaptation in parents who 
have a child with PMID will provide a theoretical basis for further research with this 
population, in addition to informing the development of interventions and service provision 
to support this group of parents. 
 
2. Aims and hypotheses 
This study aimed to explore the subjective wellbeing of parents and family caregivers of 
children and young people with PMID, in relation to comparisons of subjective wellbeing 
reported in the general population, and the influence of parental cognitive factors1. 
 
It was hypothesised that: 
(i) Self-reported parental locus of control would be predictive of self-reported parental 
subjective wellbeing.  
(ii) Self-reported recognition of the positive gains of having a child with PMID would be        
predictive of self-reported parental subjective wellbeing. 
(iii) Self-reported subjective wellbeing would be lower in parents and family caregivers of 
children and young people with PMID than in parents of children with behavioural 





One hundred and one parents and family carers with at least one child with PMID (97 
females, 4 males; age range 20-70 years) participated in this cross-sectional, self-report 
questionnaire-based survey. Given the self-selecting nature of participation, those who 
took part were people who viewed themselves as a parent or carer. The term ‘carer’ was 
purposefully not defined, given the multitude of different conceptualisations of this role 
(Bytheway & Johnson, 2008) and in order to capture data from a broad range of individuals 
in a caring role that was not their employment (with the exception of foster carers).  
                                                 
1
 Based on power calculations, a pragmatic decision was taken to limit the number of variables investigated to two 
predictor variables and one criterion variable. This decision was based on the potential difficulty identified in 






This study adopted the criteria published in Mencap and the PMLD Network’s leaflet on the 
definition of PMID (n.d.). These included children and young people who needed high levels 
of support with most aspects of daily life due to having more than one disability, including: 
 
(i) a profound intellectual disability 
(ii) significant communication difficulties 
(iii) sensory impairment (e.g. hearing, vision) 
(iv) physical disabilities and mobility problems 
(v) complex health needs (e.g. enteral/parenteral feeding, ventilation/CPAP) 
(vi) mental health difficulties 
 
Demographic characteristics of the caregivers who participated and the children they cared 
for are summarised in Table 1. Caregivers in this study were predominantly white (97%), 
female (96%), a parent of the child (96%), and married, in a civil partnership or cohabiting 
(71%). Most caregivers were aged 41-50 years (40%), followed by the 31-40 age group (32%). 
In terms of socio-economic status, the majority were employed or in education (52%), 
educated to undergraduate level (30%), and owner-occupiers of their homes (67%). Almost 
half of the caregivers surveyed (45%) reported that they had their own health issues (e.g. 
anxiety, back pain, cancer, depression, fibromyalgia, high blood pressure, irritable bowel 
syndrome, lupus, osteoarthritis, previous stroke and psoriasis).  
 
Twenty per cent of children with PMID were living in a one-parent household. At least 63 
per cent of the children with PMID had siblings living in the same family home, although 13 
per cent of the sample did not provide information for this item. Thirty-seven per cent of 
the overall sample had one sibling at home, nineteen per cent had two siblings at home and 
eight per cent had three or more siblings at home. Children with PMID had a range of 
conditions, including genetic and chromosomal abnormalities (e.g. Cri du Chat syndrome, 
Phelan McDermid syndrome and Di George syndrome), cerebral palsy, epilepsy, scoliosis, 
gastrointestinal issues and hearing or vision impairment. 
 
Participants were recruited via two routes, including two local independent schools with 
special provision for children and young people with PMID. Recruitment was also 
undertaken via parent support groups, voluntary organisations and charities for children 
with disabilities, physical health conditions (including genetic conditions, chromosomal 









 Table 1: Summary of caregiver and child demographic characteristics 
  % of sample, N= 101 
Age in years ≤ 20 1 
 21-30 8 
 31-40 32 
 41-50 41 
 51-60 18 
Gender Male 4 
 Female 96 
Relationship to child with PMID Parent 96 
 Foster carer 2 
 Other 3 
Ethnicity White 97 
 Other 3 
Employed/studying  51 
Married/civil partnership/cohabiting  79 
Own health issues  45 
One parent household  20 
n= 78   
Siblings at home 1 37 
n= 78 2 19 
 ≥ 3 8 
Child with PMID gender Male 60 
 Female 40 
Child with PMID age in years Mean 10.33 
n= 88 SD 5.85 
 Range 1-23 
 
 
3.2 Ethical considerations 
Ethical approval was granted by the University of Edinburgh School of Health in Social 
Science Ethics Committee. The potentially distressing nature of the study was highlighted in 
the participant information sheet prior to participation. Information was also provided 
about how participants could seek further support. Participants’ right to withdraw was 







Information was provided to parents and caregivers regarding the study via electronic or 
paper participant information sheets. Participation was voluntary and it was made clear 
that whether or not they took part would not affect the services families received in any 
way. Completion and submission of the questionnaires was deemed as giving informed 
consent for responses to be used for the purpose of the study and participants were made 
aware of this. The survey was made available both as an anonymous hard copy paper 
booklet and also as an online survey accessed via a secure website. Participants were first 
asked to provide demographic information about themselves, their child and anyone else 
living within the home. Three self-report questionnaires were then presented and space 
provided for any feedback parents wished to provide. 
 
3.4 Self-report questionnaires 
 
3.4.1 Parental Locus of Control Scale - Revised Version 
The Parental Locus of Control Scale - revised version (PLOC-R; Lloyd & Hastings, 2009) was 
used to measure parents’ locus of control within the context of the parent-child 
relationship. The scale has been adapted specifically for parents of children with ID (cf. 
Campis, Lyman, & Prentice-Dunn, 1986 for original version). The revised scale includes 42 
statements that parents respond to in terms of how much they agree or not, using a four-
point Likert-type scale. Subscales include items that explore parental efficacy, 
responsibility, belief in fate/chance and child control over parents’ life. For the purpose of 
this study, this was changed to a five-point likert scale by adding ‘not sure’ as a mid-point 
response, in line with the other questionnaires used in the study. Using the five-point scale, 
the internal consistency of the PLOC-R was good, with a Cronbach’s alpha (Cronbach, 1951) 
of .92. A PLOC-R total score was used as a predictor variable to investigate the relationship 
between parental locus of control and parental subjective wellbeing. The maximum score 
on this scale is 210, with a high score indicating an external locus of control in relation to 
the respondent’s parenting of their child. 
 
3.4.2 Positive Gain Scale 
The Positive Gain Scale (PGS; Pit-ten Cate, 2003) was used to measure positive experiences 
associated with raising a child with disability. The measure consists of seven items; five 
relating to the perceived benefits for the parent of raising a child with a disability and two 
focusing on what the family has gained. Responses to each of the seven statements are 
given using a five-item Likert type scale, ranging from ‘strongly agree’ to ‘strongly 
disagree’. Preliminary research findings have indicated that the PGS has face and content 
validity for parents of children with hydrocephalus and spina bifida (Pit-ten Cate, 2003). 
For the current study, the PGS demonstrated an acceptable level of internal consistency, 




variable in the current study to investigate the relationship between parents’ positive 
perceptions of their child with PMID and parental subjective wellbeing. The maximum score 
on this scale is 35, with a low score indicating higher positive gains reported by parents. 
 
3.4.3 Warwick-Edinburgh Mental Wellbeing Scale 
The Warwick-Edinburgh Mental Wellbeing Scale (WEMWBS; Stewart-Brown et al., 2009; 
Tennant, Fishwick, Platt, Joseph, & Stewart-Brown, 2007) was used to measure parents’ 
subjective psychological wellbeing. The Warwick-Edinburgh Mental Well-being Scale was 
funded by the Scottish Government National Programme for Improving Mental Health and 
Well-being, commissioned by NHS Health Scotland, developed by the University of Warwick 
and the University of Edinburgh, and is jointly owned by NHS Health Scotland, the 
University of Warwick and the University of Edinburgh. It is a brief, 14 item scale covering 
most aspects of positive mental health (positive thoughts and feelings) and psychological 
wellbeing currently in the literature, including both hedonic and eudaimonic perspectives. 
All items are worded positively and address aspects of positive mental health. Responses to 
each of the 14 statements are given using a five-item Likert type scale, ranging from ‘none 
of the time’ to ‘all of the time’. The scale has been validated for use in the UK with those 
aged 16 and above and was standardised with both student and general population samples, 
in addition to focus group exploration of acceptability. The WEMWBS has been found to be 
psychometrically robust in terms of principal components factor analysis, construct validity, 
internal consistency, test-retest reliability, response bias, face/content validity, and Rasch 
analysis (Tennant et al., 2007). For the current study, internal consistency was high, with a 
Cronbach’s alpha (Cronbach, 1951) of .87.  
 
As there is no specific measure of subjective wellbeing specifically designed for parents of 
children with ID, the WEMWBS was selected due to its general nature. The measure has 
been used to assess parental wellbeing in an evaluation of parenting interventions (Lindsay 
et al., 2008). It was also selected on the basis of the measure being positively focused on 
wellbeing as opposed to problem-oriented. A WEMWBS total score was used to explore 
relationships between positive child perceptions, locus of control and parental subjective 
wellbeing. The maximum score on this scale is 70, with higher scores representing higher 













Summary statistics for each of the three key variables are provided in Table 2.  
 
Table 2: Key variable summary statistics 
 
 
Mean SD Median  Range 
Parental locus of control 
PLOC-R total score 
113.42 16.47 115.00 66-153 
Positive gains 
PGS total score 
23.51 8.56 26.00 1-35 
Parental subjective wellbeing 
WEMWBS total score 
39.49 7.57 39.00 22-60 
 
 
4.1 Relationships among key variables 
The only statistically significant relationship to emerge among the key variables was a 
significant negative correlation between PLOC-R total scores and WEMWBS total score, r= -
.295, p= .003. This means that higher scores on the PLOC-R (indicating an external parental 
locus of control) were associated with lower parental subjective wellbeing scores, which 
related to lower psychological wellbeing. There were no statistically significant 
relationships observed between PLOC-R total scores and PGS transformed total scores, nor 
between PGS transformed total scores and WEMWBS total scores.  
 
4.2 Relationships with other variables 
There were no statistically significant relationships observed between child age and PLOC-R 
total score, WEMWBS total score and PGS transformed total score. Statistically significant 
associations were revealed, however, between parental health status (two categories: 
identified health issues or no identified health issues) and both child age (r= .213, p= .047), 
and the PGS transformed total scores (r= .604, p <.001). 
 
4.3 Subjective wellbeing of parents of children with PMID  
The median WEMWBS total score of this sample was 39, more than 10 points below the 
general population median of 51 reported by Tennant et al. (2007) and less than the 
median of 43 reported for a group of parents of children who did not have a disability 
taking part in an early intervention project (Lindsay et al., 2008). 
 
4.4  Role of parental cognitions in predicting parental subjective wellbeing 
Data relating to parents’ total scores on the PLOC-R and transformed data relating to total 
scores on the PGS were entered into a multiple linear regression analysis (enter method) as 




total scores prior to this along with a constant (-1), in order to enable parametric analyses. 
The regression analysis aimed to determine whether the two types of parental cognition 
could predict parental subjective wellbeing and were entered this way as the analyses were 
exploratory (Brace et al., 2009). Parental locus of control significantly predicted parental 
subjective wellbeing, β= -.279, t(2,99)= 9.419, p= .005. Parental locus of control explained 
around eight per cent of the variance in WEMWBS scores, adjusted R2= .081, F(2,99)= 5.474, 
p= .006. However, the regression analysis also revealed that realisation of the positive gains 
of having a child with PMID did not significantly predict parental subjective wellbeing and 
did not account for any of the variance in WEMWBS scores. 
 
 
Table 3: Multiple regression analysis to predict parental subjective wellbeing  
Variables B SE B β t p 
Step 0      
Constant 59.521 6.319  9.419 <0.001 
Step 1      
PLOC-R -0.131 0.045 -0.279 -2.895 0.005 
PGS-LT -1.977 1.649 -0.115 -1.199 0.233 
 
B = unstandardised beta coefficient, SE B= standard error,  
β= standardised beta coefficient, t= test statistic, p= significance value 





This study aimed to explore the subjective wellbeing of parents and family caregivers of 
children and young people with PMID, in relation to comparisons of subjective wellbeing 
reported in the general population, and the influence of parental cognitive factors.  
 
5.1 Relationship between parental locus of control subjective psychological wellbeing 
It was hypothesised that self-reported parental locus of control would predict self-reported 
parental subjective wellbeing in the sample of caregivers of children with PMID surveyed. A 
statistically significant inverse relationship between parental locus of control (measured 
using PLOC-R total scores) and parental subjective wellbeing (measured using WEMWBS 
total scores) emerged, with a medium effect size (r= -.294, p= .003). In this group of 
caregivers of children with PMID, a more external parental locus of control was related to 
lower levels of parental subjective wellbeing.  
 
Furthermore, as hypothesised, multiple regression analysis revealed that parental locus of 




.279, t(2,99)= 9.419, p= .005). Parental locus of control as a predictor accounted for 
around eight per cent of the variance in WEMWBS scores, R2= .081, F(2,99)= 5.474, p= .006. 
Both of these findings are in line with previous research highlighting a relationship between 
parental locus of control and negative parent psychological outcomes (Dunn et al., 2001; 
Glenn et al., 2009; Hassall et al., 2005; Lloyd & Hastings, 2009;). These findings also fit 
with theoretical models that conceptualise the stress-coping process and aim to explain 
individual variation in parental outcomes (Lazarus & Folkman, 1984; Lazarus, 1991; 
MCubbin & Patterson, 1983; Wallander et al., 1989).  
 
5.2 Relationship between Recognition of positive gains of having a child with PMID and 
subjective psychological wellbeing 
The current study found no statistically significant relationship between recognition of 
positive gains of having a child with PMID and parent subjective wellbeing. This was 
contrary to the findings expected and suggests that in this sample, being able to recognise 
positive aspects of having a child with PMID did not influence wellbeing, as has been 
observed in other studies involving more heterogeneous groups of parents of children with 
ID (e.g. Lloyd & Hastings, 2009a; Rapanaro et al., 2008).  
 
The distribution of caregiver PGS total scores revealed a pile-up of scores on the left hand 
side of the distribution that differed significantly from a normal distribution (W= .909, df= 
102, p <.001). Caregiver total scores covered the full range that can be achieved on the 
seven item measure (1-35), suggesting no extreme floor effects were demonstrated. 
However, as a group, these caregivers achieved a relatively high mean total score of 23.51 
(SD= 8.56) and the median value was similar at 26. Higher scores on this measure indicate 
recognition of fewer positive gains, thus there were some parents in this sample that found 
it difficult to see positive aspects of having a child with PMID. 
 
Another possible explanation for these results is that caregivers were exhibiting a tendency 
to endorse statements that would be socially valued (e.g. ‘Since having this child, my 
family has become closer to one another’), also known as the social desirability effect. 
Robinson and Anderson (1983) caution against reliance on only self-report measures in 
studies of parenting and family functioning for this reason. Indeed, given the fact that 
caregivers of children with PMID seldom seem to be asked how they feel about the 
experience of having a child with such complex needs (Fitton, 1994) and the paucity of 
research investigating their experiences, it is plausible that they may feel uncomfortable 
expressing thoughts that may not be socially desirable. 
 
It must also be noted that the PGS only has seven items, whereas the other measures 
employed in the current study consisted of at least twice as many items. It may be that this 




individuals within a group of parents who likely all value and see at least some positives in 
having such special children. 
 
5.3 Influence of child age and parental health status  
Although recognition of positive gains was not associated with parental subjective 
wellbeing or parental locus of control, a statistically significant relationship was revealed 
between transformed PGS total scores and whether the parent had identified that they had 
a health issue or not (r= .604, p <.001). This meant that parents who identified themselves 
as having a health issue were more likely to achieve higher scores on the PGS, indicating 
recognition of fewer positive gains. Parents with health issues may find it more difficult to 
see the positive gains of having a child with PMID because it is likely to impact negatively 
on their physical and mental health, although we cannot infer the direction of causality.  
 
Furthermore, a statistically significant association between parental health status and child 
age was also revealed (r= .213, p= .047), indicating that parents with older children were 
more likely to being in the group with health issues. This would make sense in terms of the 
cumulative burden of the physical and emotional care demands associated with parenting a 
child with PMID needs (Nakken & Vlaskamp, 2007). However, child age was not significantly 
associated with any of the other variables investigated. 
 
5.4 Subjective wellbeing of parents with PMID compared with other groups 
As hypothesised, self-reported subjective wellbeing was lower in parents and family 
caregivers of children and young people with PMID than in parents of children with 
behavioural difficulties who did not have a disability, and the general population. The mean 
subjective wellbeing values of the sample studied (M= 39.39; SD= 7.57) corresponded with 
the 11th percentile for subjective wellbeing in the general population (Bryson et al., 2011). 
This places parents of children with PMID alongside other groups experiencing low levels of 
support, autonomy, security and control in their lives or who are unemployed or 
experiencing levels of ‘very bad’ self-rated health (Bryson et al., 2011). As well as 
subjective wellbeing being low in this group of caregivers in comparison with the general 
population, it was the equivalent of approximately the 25th percentile for pre-intervention 
subjective wellbeing in a group of parents taking part in a parenting early intervention 
programme (Lindsay et al., 2008).  
 
5.5 Clinical implications 
The findings of this research study have implications for clinical practice, as practitioners 
often work closely with family members and caregivers as part of support provision for a 
child with PMID. The effect of parental locus of control on subjective wellbeing shows that 




may be very different to those of caregivers’, thus practitioners need to remember not to 
make assumptions based on their own attributions. 
 
The significant relationship between parental locus of control and caregiver subjective 
wellbeing observed suggests that it may be worth screening parents and other caregivers 
using brief measures of wellbeing, distress, parental locus of control or parental confidence. 
This would enable early identification of families who are likely to struggle, thus providing 
an opportunity for intervention and support before difficulties become salient at crisis. 
However, this clearly relies on the development and validation of psychometrically robust 
measures, whereas there are few available at the present time for parents of children with 
disabilities.  
 
Following on from the identification of caregiver psychological needs, a range of 
interventions need to be developed specifically for this group of parents. Provision of 
realistic advice and guidance at an appropriate time for the family seems likely to have an 
impact on parental cognitive appraisals, such as locus of control. Cognitive appraisals are 
clearly important, thus existing interventions with a cognitive component are likely be of 
some benefit to some caregivers, depending on their individual and family circumstances 
and beliefs. Social support in a formal group setting from peers in similar situations may be 
a powerful way of normalising caregivers’ ideas and it also gives families the chance to 
check out some of their beliefs with other caregivers who understand the experience of 
having a child with PMID.  
 
At present, the evidence base for interventions for parents of children with ID is almost 
non-existent. Some researchers in this area are advocating the use of acceptance and 
mindfulness based interventions for families of children with ID (MacDonald et al., 2010). 
Interventions to help parents feel more empowered, capable and in control of parenting 
their child should be encouraged in whatever way possible. Practice-based research to 
evaluate any interventions that clinicians have found fruitful would be a good start to 
generating such an evidence base. 
 
5.6 Limitations of the present study 
The current study has a number of limitations that limit the generalisability of the findings. 
The number of variables investigated was limited to two predictors following power 
calculations, due to concerns regarding recruitment of this population to the study. 
Inclusion of a measure of child behaviour difficulties would have been particularly useful as 
this may have been related to parental locus of control and parental psychological 
wellbeing. An independent measure of child behaviour (i.e. not parent rated, as this would 
be influenced by parental perceptions of the behaviour) would have enabled consideration 




(Friedrich et al., 1988; Hassall et al., 2005; Konstantareas & Lapropoulu, 1995; McKinney & 
Peterson, 1987). Comparison of parent and independent ratings of child behaviour would 
also have been informative, as this may have elucidated the relationship between ‘actual’ 
stressor characteristics and ‘perceived’ stressor characteristics, referred to as primary and 
secondary appraisals in the Lazarus and Folkman (1984) stress-coping model. 
 
The definition of PMID adopted in the current study was selected on the basis of it 
capturing the multiple physical disabilities and also the profound ID of these children, in 
combination with their fragile health and their functioning at the very early stages of 
development (Pawlyn & Carnaby, 2009). Caregivers were self-selected based on the 
definition of PMID provided and it was not possible to verify whether their child met these 
criteria or not. However, this is a common selection method in ID research (Emerson et al., 
2006) and given the wider issues of defining this group in research and practice, there were 
no obvious alternatives. Nakken and Vlaskamp (2007) highlight that this group has such 
profound ID that existing standardised tools for assessing intellectual functioning cannot 
offer a valid estimation of their intellectual capacity. Thus, there is a real need for 
assessment tools that are sensitive enough to confirm or disconfirm such impaired levels of 
functioning and that would both inform practice and enable clearer delineation of this 
population from other similar populations in research (Nakken & Vlaskamp, 2007).   
 
Although efforts were made to encourage participation of fathers in this population, they 
still made up a very small proportion (3%) of the caregiver sample studied. An additional 
feature of this sample that limits generalisability is the fact that ninety-seven per cent of 
participants and ninety-four per cent of their children with PMID were of white ethnicity. 
There is evidence that families with a child with ID from minority ethnic groups consistently 
face disadvantages (e.g. financial) when compared with families who have a child with ID 
from majority ethnic communities and when compared to others from the same ethnic 
group (Hatton, 2002). It is likely that as the sample studied included a high proportion of 
caregivers who were white, the current findings may not represent the experiences of the 
wider population, including families from other ethnic backgrounds. 
 
The cross-sectional design of the study limited the ability to explore causal and temporal 
relationships, although this is a limitation of much of the research on parental locus of 
control in this and similar populations (Siman-Tov & Kaniel, 2011). The discriminant validity 
of the Parental Locus of Control Scale requires further investigation, as it could be 
measuring other constructs such as parental distress or other cognitive variables (Lloyd & 
Hastings, 2009). However, this measure was selected for use in the current study as there is 
currently no psychometrically sound instrument available to measure parental locus of 
control that is developed specifically for, or is well validated with, caregivers of children 




The current study focused on parental cognitions, but it is crucial to assess these findings 
within the wider context of family demographic and environmental factors (Olsson & Hwang, 
2008). Emerson et al. (2006) urged researchers to consider the wider social context that 
families operate within, given that families of a child with a disability are at a greater risk 
of exposure to socio-economic adversity and that wellbeing and psychological distress are 
associated with social position (Power, 2002). Sufficient time and resources were not 
available to explore the full range factors that have been identified in the theoretical 
models of the stress-coping process. Therefore, the study focused on two specific cognitive 
factors identified as pertinent in the systematic review and wider literature. Clearly, the 
issues influencing subjective wellbeing in this group are complex and go beyond cognitive 
factors and further research is needed to test the various theoretical models outlined in full 
with this population of parents.  
 
5.7 Directions for future research 
It is likely that there is variation in child characteristics (e.g. child’s current health 
status/prognosis, child behaviours, temperament) within this group of families, so it would 
be useful to investigate whether these are related to caregiver subjective wellbeing. In 
addition to this, it would be worth further exploring the association revealed in this study 
between caregiver characteristics (in this case health status) and both child characteristics 
and subjective wellbeing. It would also be useful to investigate whether locus of control 
influences subjective wellbeing and other psychological outcomes in paid caregivers and 
other staff working with children with PMID in caring roles.  
 
The conceptual overlap between parental locus of control and related concepts such as 
parental self-efficacy, parent self-esteem, perceived competence and parental sense of 
coherence needs to be investigated further in order to delineate the contribution of each 
and further distinguish these from one another so that they represent useful concepts for 
research and practice.  
 
The importance of relational variables such as relationship quality, attachment styles and 
social support were not investigated in this study. Future research exploring whether these 
relational variables are associated with parental cognitions would be valuable to our 
understanding of stress and coping within this group, particularly with regard to the 
identification of protective factors.  
 
There is also a need for qualitative explorations of the experience of parents of children 
with PMID in order to gain an insight into their lived experiences and the emotional impact 
of caring for a very fragile child. Qualitative research could also explore caregivers’ 





5.8 Summary and conclusions 
The present study provided further support for the relationship between parental locus of 
control and parental subjective wellbeing. Low levels of subjective wellbeing were 
observed in this group and the findings mirror previous research highlighting a relationship 
between parental locus of control and negative parent psychological outcomes (Dunn et al., 
2001; Glenn et al., 2009; Hassall et al., 2005; Lloyd & Hastings, 2009). Furthermore, this is 
the first known study to investigate the relationship between these variables in this specific 
subgroup of parents of children with ID who have a very complex profile of physical and 
psychological needs. 
 
The effect of parental locus of control on subjective wellbeing shows that it is how parents 
perceive and make sense of their situation that is important, as families vary widely in 
what they consider challenging or not. The usefulness of screening caregivers of children 
with PMID for psychological distress was discussed in relation to early identification and 
support that may promote better outcomes. However, the evidence base for interventions 
that facilitate positive psychological outcomes for this group of parents is extremely limited 
and this urgently needs to be developed, perhaps starting with practice-based evidence. 
 
A number of limitations of the present study were discussed in depth. Suggestions for 
further research that either overcomes these methodological limitations or builds on some 
of the interesting insights have been provided and this will hopefully result in further 
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CHAPTER 4: EXTENDED METHOD 
 
Following on from the journal article summarising the research study, this section describes 
the method of the study in further detail. This includes information regarding the study 
design, procedure, measures employed and sample demographics. Ethical issues are also 
considered, in addition to data protection and storage considerations. Finally, planned 
analyses of the data are outlined. 
 
Ethical considerations 
The study received ethical approval from the University of Edinburgh School of Health in 
Social Science Ethics Committee; level one scrutiny was deemed appropriate. In response 
to the ethical issue regarding the potentially distressing nature of the study, this was 
highlighted in the information provided to potential participants prior to them deciding 
whether to give their informed consent to take part or not (see Appendix 6). In addition to 
this, information was provided about how participants could seek further support. Contact 
details for the Research Director for the School of Health in Social Science at the University 
of Edinburgh were provided in the event of an individual wanting to speak to someone 
independent from the study. 
 
Design  
The study employed a cross-sectional questionnaire survey design. Repeated measures 
analyses were used to explore the relationships among the three variables under 
investigation2, using data from a single sample. The study involved completion of the 
questionnaire items either in the format of a hard copy paper booklet or online via a secure 
website. 
 
Data protection and storage 
Anonymity was ensured by asking participants only for non-identifiable information. In the 
participant information provided at the beginning of the survey, parents and carers were 
made aware that they did not have to provide information that they felt would result in 
themselves or their family being identifiable (e.g. rare syndromes). A participant identifier 
(PID) was written onto paper copies of the questionnaire booklets (e.g. P01, P02) so that 
individual responses could be linked together. For those completing the survey online, the 
last section of the online survey asked participants to generate a unique PID by combining 
the first two letters of their surname, the last two letters of their postcode and their month 
of birth (e.g. 'smab04').  
 
                                                 
2 Based on power calculations, a pragmatic decision was taken to limit the number of variables investigated to two 
predictor variables and one criterion variable. This decision was based on the potential difficulty identified in 





Raw data (in the form of participants’ coded responses) were held on the Bristol Online 
Survey secure server, a UK-based service that the University of Edinburgh subscribes to for 
the purpose of hosting surveys in line with the Data Protection Act 1998. These were then 
transferred directly to a password protected Microsoft Excel database, in addition to an 
SPSS database on the author’s password protected home computer. Completed paper 
questionnaires that had been returned were stored in a locked filing cabinet at the author’s 
place of employment and paper questionnaire booklets were destroyed once data had been 
entered into the results database. 
 
Participants 
Participants comprised 101 parents and family carers who were self-selected and were 
recruited to the study via two different routes. Two local independent schools with special 
provision for children and young people with PMID run by Capability Scotland and Royal 
Blind were approached initially and they agreed to distribute questionnaires to parents and 
carers. Alongside this, support groups, voluntary organisations and charities for children 
with disabilities, physical health conditions (including genetic conditions, chromosomal 
abnormalities and syndromes) and/or complex needs were also approached and asked to 
share information about the study, including the online questionnaire survey web address. 
A full list of organisations that supported the study can be found in Appendix 7, in addition 
to a list of forums, email lists and social media sites that were used to recruit participants.  
 
Inclusion and exclusion criteria 
Inclusion criteria were: being a parent or carer and having at least one child with PMID.  
Exclusion criteria were: being a carer paid in an employment role (foster carers were still 
included) and the child with PMID being over 19. However, parents of childred with PMID up 
to the age of 23 participated in the study. This was deemed close enough to the cutoff age 
for their data to be included in the study as being relevant. 
 
Group definitions 
Different terms are often used to describe PMID, so the participant information section 
clarified that this study was adopting the criteria published in Mencap and the PMLD 
Network’s leaflet on the definition of PMID (n.d.). It highlighted that we were referring to 
children and young people under 19 who needed high levels of support with most aspects of 
daily life due to having more than one disability, including: 
(i)   a profound intellectual disability 
(ii)  significant communication difficulties 
(iii) sensory impairment (e.g. hearing, vision) 
(iv) physical disabilities and mobility problems 
(v)  complex health needs (e.g. enteral/parenteral feeding, ventilation/CPAP, etc) 




Given the self-selecting nature of participation, those who took part were people who 
viewed themselves as a parent or carer. The term ‘carer’ was purposefully not defined, 
given the multitude of different conceptualisations of this role (Bytheway & Johnson, 2008) 
and in order to capture data from a broad range of individuals in a caring role.  
 
Demographic characteristics of the caregivers who participated are summarised in Table 5. 
Caregivers in this study were predominantly white (97%), female (96%), a parent of the 
child (96%), and married, in a civil partnership or cohabiting (71%). Most caregivers were 
aged 41-50 years (40%), followed by the 31-40 age group (32%). In terms of socio-economic 
status, the majority were employed or in education (52%), educated to undergraduate level 
(30%), and owner-occupiers of their homes (67%). Almost half of the caregivers surveyed 
(45%) reported that they had their own health issues (e.g. back pain, depression, high blood 
pressure and psoriasis). An overview of these is provided in Table 6. 
 
Demographic characteristics of the children with PMID are summarised in Table 7. Twenty 
per cent of children with PMID were living in a one-parent household. At least sixty per cent 
of the children with PMID had siblings living in the same family home, although thirteen per 
cent of the sample did not provide information for this item. Thirty-seven per cent of the 
overall sample had one sibling at home, nineteen per cent had two siblings at home and 
eight per cent had three or more siblings at home. Children with PMID had a range of 
conditions, including genetic and chromosomal abnormalities (e.g. Cri du Chat syndrome, 
Phelan McDermid syndrome and Di George syndrome), cerebral palsy, epilepsy, scoliosis, 





















Table 5: Demographic characteristics of caregivers 
  Percentage of sample N= 101 











Foster carer 2 
Other family carer 2 
Caregiving role 
Other  1 
White British 45 
White Scottish 33 
White Irish 7 
White Other 13 
Black African 1 
Ethnicity 
Other Ethnicity 2 
Not employed / retired 49 
Employed part-time 32 
Employed full-time 17 
Full-time student 2 
Employment status 
Part-time student 1 
Undergraduate 30 
GCSE/Standard Grade/NVQ/SVQ 25 
Postgraduate 19 
AS/Level/Higher/A Level 16 
No formal qualifications 6 
Highest level of education 
Other 5 
Owner occupier 67 
Council rented 16 
Private rented 9 
Other rented 5 
Living situation 
Other 4 







Health issues  Yes 45 







Table 6: Health conditions of caregivers 
Anxiety Irritable bowel syndrome 
Back pain Lupus 
Breast cancer Osteoarthritis 
Depression Previous stroke 
Fibromyalgia Psoriasis 
High blood pressure  
 
Table 7: Demographic characteristics of children with PMID 
 n= 88 
Mean 10.36 
SD 5.85 
Age in years 
Range 1-23 
  









White Scottish 31 
White Other 10 
White Irish 8 
Mixed 2 
Other 2 
Asian Indian 1 
Ethnicity 
Black African 1 
 
Table 8: Medical conditions and presenting problems of children with PMID 
Agenesis of corpus callosum Hypoparathyroidism 
Attention problems Hypotonia 
Autistic features Incontinence 
Cardiac problems 
Cerebral palsy 
Other chromosome disorders  
(e.g. deletions, trisomies, tetrasomies, 
translocations and disorders of chromosomes) 
Cri du Chat syndrome Periventricular heterotopia / leukomalasia  
Di George syndrome Phelan McDermid syndrome 
Eczema Pituitary gland dysfunction 
Epilepsy Quadriplegia 
Gastrointestinal problems (e.g. reflux) Respiratory problems 
Hearing impairment Scoliosis 
Hydrocephalus Speech/communication problems 





Information was provided to potential participants regarding the nature and purpose of the 
study so that parents and carers could decide whether they wanted to participate or not 
(see Appendix 6). Participation was entirely voluntary and the participant information 
section highlighted that whether or not they took part would not affect the services 
families received in any way. Completion and submission of the questionnaires were 
deemed as giving informed consent for responses to be used for the purpose of the study 
and participants were made aware of this.  
 
The survey was made available both as a hard copy paper booklet and also as an online 
survey accessed via a secure website. Participants were first asked to provide demographic 
information, the Parental Locus of Control Scale - Revised (PLOC-R; Lloyd & Hastings, 2009) 
then followed, in addition to the Positive Gain Scale (PGS; Pit-ten Cate, 2003) and finally 
the Warwick-Edinburgh Mental Wellbeing Scale (WEMWBS; Stewart-Brown et al., 2009; 
Tennant et al., 2007). Space was provided for any comments or feedback parents wished to 
share in relation to their experiences or the research study itself.  
 
Participants were reminded at the end of the questionnaires of their right to withdraw their 
data from the study at any time. They were also thanked for their valued time and 
provided with contact details for the author, academic supervisor and a person linked to 
the university but independent from the study in the event they wished to get further 
information about the study or sources of support. 
 
Measures 
In addition to demographic information, three self-report questionnaires were used to 
collect quantitative data relating to the three variables under investigation. Copies of each 
measure are included in Appendices 8-10. The measures (described in more detail below) 
were selected primarily on the basis of having robust psychometric properties and having 
been used in previous research with parents of children with ID and/or chronic health issues 
(cf. Lloyd & Hastings, 2009; Pit-ten Cate, 2003). Despite there being a range of self-report 
measures available for assessing the cognitive domains of interest, there were very few 
that had been used already with this population, thus limiting the selection deemed 
appropriate. 
 
Parental Locus of Control Scale - Revised 
The Parental Locus of Control Scale (see Appendix 8) - revised version (Lloyd & Hastings, 
2009) was used to collect data relating to parents’ locus of control within the context of 
the parent-child relationship. The scale has been adapted specifically for parents of 
children with ID (cf. Campis, Lyman, & Prentice-Dunn, 1986 for original version). The 




agree or not, using a four-point Likert-type scale. Subscales include items that explore 
parental efficacy, responsibility, belief in fate/chance and child control over parents’ life. 
 
Lloyd and Hastings (2009) used an item-reduction procedure to develop a robust revised 
version of the measure with acceptable alpha levels (parental efficacy .69, 8 items; 
parental responsibility .81, 10 items; child control .70, 5 items; fate/chance .67, 9 items; 
parent control .82, 10 items). The Cronbach’s alpha for the total PLOC-R score (general 
internal–external orientation) based on these 42 items was also good at .81.  
 
For the purpose of the current study, the PLOC-R was adapted slightly. A five-point 
response scale was used instead of the original four-point scale, given that the other two 
questionnaires in the study included five-point response scales. An additional mid-point 
option of ‘not sure’ was added to the existing ‘strongly agree/agree/disagree/strongly 
disagree’ response options. Using the five-point scale, the internal consistency of the PLOC-
R was good, with a Cronbach’s alpha of .92. 
 
For the current study, a PLOC-R total score was used as a predictor variable to investigate 
the relationship between parental locus of control and parental subjective wellbeing. The 
maximum score on this scale is 210, with a high score indicating an external locus of control 
in relation to the respondent’s parenting of their child. 
 
Positive Gain Scale (PGS) 
The Positive Gain Scale (PGS; Pit-ten Cate, 2003; see Appendix 9) was used to assess 
positive experiences associated with raising a child with a disability. The measure consists 
of seven items; five relating to the perceived benefits for the parent of raising a child with 
a disability and two focusing on what the family has gained. Responses to each of the seven 
statements are given using five-item Likert type scale, ranging from ‘strongly agree’ to 
‘strongly disagree’. Preliminary research findings have indicated that the PGS has face and 
content validity and a Cronbach’s alpha coefficient of .79 for parents of children with 
hydrocephalus and spina bifida (Pit-ten Cate, 2003). A Cronbach’s alpha co-efficient for the 
total positive gain score of 0.80 has been obtained in a study where the PGS was used with 
parents of children with ID (MacDonald et al., 2010). For the current study, the PGS 
demonstrated an acceptable level of internal consistency, with a Cronbach’s alpha of .70. 
 
A PGS total score was used as a predictor variable in the current study to investigate the 
relationship between parents’ positive perceptions of their child with PMID and parental 
subjective wellbeing. The maximum score on this scale is 35, with a low score indicating 
higher positive gains reported by parents. 
 




The Warwick-Edinburgh Mental Wellbeing Scale (WEMWBS; Stewart-Brown et al., 2009; 
Tennant et al., 2007; see Appendix 10) was used to collect data relating to parents’ 
subjective psychological wellbeing. It is a brief, 14 item scale covering most aspects of 
positive mental health (positive thoughts and feelings) and psychological wellbeing 
currently in the literature, including both hedonic and eudaimonic perspectives. All items 
are worded positively and address aspects of positive mental health. Responses to each of 
the 14 statements are given using five-item Likert type scale, ranging from ‘none of the 
time’ to ‘all of the time’.  
 
The scale has been validated for use in the UK with those aged 16 and above and was 
standardised with both student and general population samples, in addition to focus group 
exploration of acceptability (Stewart-Brown et al., 2009; Tennant et al., 2007). These two 
studies described the psychometric properties of the WEMWBS in detail. Scores derived 
from the student and population samples showed a single underlying factor, interpreted to 
be mental wellbeing, with low levels of social desirability bias and expected moderate 
correlations with other scales of wellbeing (Stewart-Brown et al., 2009; Tennant et al., 
2007). The WEMWBS has been found to be psychometrically robust in terms of principal 
components factor analysis, construct validity, internal consistency, test-retest reliability, 
response bias face/content validity and Rasch analysis (NHS Health Scotland, 2008). For the 
current study, internal consistency was high, with a Cronbach’s alpha of .87. 
 
As there is no specific measure of subjective wellbeing specifically designed for parents of 
children with ID, the WEMWBS was selected due to its general nature. The measure has 
been used to assess parental wellbeing in an evaluation of parenting interventions (Lindsay 
et al., 2008). It was also selected on the basis of the measure being positively focused on 
wellbeing as opposed to problem-oriented.  
 
A WEMWBS total score was used to explore relationships between positive child perceptions, 
locus of control and parental subjective wellbeing. The maximum score on this scale is 70, 
with higher scores representing higher subjective psychological wellbeing. 
 
Treatment of multiple responses and missing data 
Some of the parents who completed the hard copy questionnaire booklets gave more than 
one response, wrote ‘N/A’ as their response or left questions blank. This was not an issue 
for the online version of the survey, as it was a requirement in order to progress to the next 
page and submit responses that all items had been completed with one response. Where 
multiple responses were given, the mid-point value was used as the response. Items which 
had been left blank or answered as ‘N/A’ were treated as missing data. These were given 




listwise for all analyses (n=12) in order to minimise the impact of the missing data on the 
results, given the within-participant design of the study. 
 
Data analysis 
Raw data collated from hard copy paper questionnaire booklets were entered directly into 
an SPSS database, using version 19.0 for MAC OS X. Raw data from the online survey were 
extracted in .csv format, saved in a Microsoft Excel document and an Excel formula was 
employed to reverse score any items that required this before being transferred directly to 
the same SPSS database as the booklet derived data. Scores for all participants were 
included in the analyses (N= 101), except where responses were missing.  
 
Planned analyses 
Correlational analyses were planned in order to explore any relationships between the 
variables. Based on the findings of the systematic review, multiple regression analysis was 
also selected to investigate predictive power of parental locus of control and realisation of 
the positive gains of having a child with PMID, in relation to parental subjective wellbeing. 
 
A priori power calculations using G*Power software (Faul et al., 2007; 2009) for a multiple 
regression analysis with an alpha level of .05, two predictor variables, an anticipated effect 
size of 0.15 (medium) and a statistical power level of 0.8 indicated a minimum required 























CHAPTER 5: EXTENDED RESULTS 
This chapter describes initial exploration of the data and the inferential statistical analyses 
undertaken to examine whether the data supported the research hypotheses outlined in 
Chapter Three. All analyses are summarised in Tables 9-11. Figures 2-4 reveal the 
distribution of the raw data for the predictor and criterion variables. Figure 5 shows the 
distribution of the transformed data for PGS total scores, which is described in further 
detail later in the chapter. 
 
Exploration of data 
In order to determine whether the planned inferential analyses would be appropriate, it 
was important to explore the data to gain an overview of their characteristics and to 
ascertain whether parametric assumptions had been met for the variables under 
investigation. Table 9 summarises measures of central tendency, dispersion and the shape 
of the distribution that were calculated as part of the initial stage of data exploration. 
 
 
Table 9: Key variable measures of central tendency, dispersion, skewness and kurtosis 
 
Parental locus of control 
PLOC-R total score 
Positive gains 
 
PGS total score 
Parental subjective 
wellbeing 
WEMWBS total score 
Mean 113.42 23.51 39.49 
Mode 113.50 26.00 36.00 
Median 115.00 26.00 39.00 
Range 66-153 1-35 22-60 
SD 16.47 8.56 7.57 
Skewness z-scorea -0.46 4.36 0.80 
Kurtosis z-scorea 0.34 1.39 0.34 
a 
Calculated using formula from Field (2009) 
 
In order to determine whether parametric inferential analyses were appropriate or not, 
histograms for the predictor and criterion variables were consulted (see Figures 2-4) to gain 
an overview of the shape of the distributions. Skewness and kurtosis z-scores were also 
examined, and a Shapiro-Wilks test was used to explore whether the data differed 









Parental subjective psychological wellbeing 
Figure 2 shows the frequency distribution of total scores on the WEMWBS and suggests a 
normal distribution, which was also indicated by the skewness and kurtosis z-score values 
for data relating to this variable (see Table 9). The Shapiro-Wilks statistic for WEMWBS data 
was non-significant, therefore the assumption of normality was fulfilled for the criterion 
variable. 
 
Figure 2: Histogram showing frequency distribution of WEMWBS total scores 
 
Parental locus of control 
Figure 3 shows the frequency distribution of total scores on the PLOC-R and suggests a 
normal distribution, which was again also indicated by the skewness and kurtosis z-score 
values relating to this variable (see Table 9). The Shapiro-Wilks statistic for PLOC-R data 
was non-significant, therefore the assumption of normality was fulfilled for this predictor 
variable. 
  




Positive gains of having a child with a disability 
Figure 4 shows the frequency distribution of total scores on the PGS, revealing a pile-up of 
scores on the left-hand side of the distribution. This means that the majority of parents’ 
responses indicated that they were able to identify positive gains of having a child with 
PMID. Possible explanations for this particular pattern of results will be explored in more 
detail in the Discussion chapter.  
 
 
Figure 4: Histogram showing frequency distribution of PGS total scores 
 
Although the kurtosis z-score value for this variable (see Table 9) is within the normal range 
(Field, 2009), the skewness z-score value clearly indicates that the distribution is not 
normal. The Shapiro-Wilks statistic was significant for data relating to this variable 
(W= .909, df= 102, p <.001), therefore, the data for this variable did not fulfill assumptions 
for normal distribution. A natural log transformation process was used in addition to 
applying a constant to the data (-1) for this variable in order to yield a normal distribution 
so that the planned regression analyses would still be an option. Figure 4 shows the new 
distribution of the data for this variable, following data transformation.  
 
Following transformation of the data for the PGS scores (see Figure 5), data for the two 
predictor variables and the criterion variable were deemed to fulfill assumptions for the 
planned multiple regression analysis. These included the data being interval level for all 
variables, a minimum number of 10 observations per predictor variable (Brace et al., 2009), 
a normal distribution, a linear relationship between the criterion and predictor variables, 
no collinearity between the predictor variables, reliably demonstrated measurement 
without error (i.e. Cronbach’s alphas of .7-.8 are acceptable) and homogeneity of variance 










Two sets of parametric inferential analyses were undertaken using IBM SPSS Statistics 
Version 19.0 for Mac OS X. These were undertaken using the original data from two of the 
key variables (PLOC-R total scores and WEMWBS total scores). Transformed data for the 
third key variable (PGS total scores) was used in all of the inferential analyses to enable 
parametric analyses to be conducted. First, relationships among the key variables (parental 
locus of control and realisation of positive gain from having a child with PMID and parental 
subjective wellbeing) were examined using Pearson bivariate correlational analyses. 
Second, a linear multiple regression analysis employing the enter method was used to 
explore the extent to which the two types of parental cognitions could predict parental 
subjective wellbeing. 
 
Relationships among key variables 
Table 10 summarises the parametric bivariate correlational analyses used to explore the 
relationships between scores on the PLOC-R, PGS and WEMWBS. The only statistically 
significant relationship to emerge among the key variables was a significant negative 
correlation between PLOC-R total scores and WEMWBS total score, r= -.295, p= .003. This 
means that higher scores on the PLOC-R indicating an external parental locus of control 
were related to lower parental subjective wellbeing scores, which related to lower 
psychological wellbeing. There were no statistically significant relationships observed 
between PLOC-R total scores and PGS transformed total scores, nor between PGS 
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Relationships with other variables 
Parametric bivariate correlations were also used to explore the relationship between child 
age and the key variables in the study. However, no statistically significant relationships 
were observed between child age and PLOC-R total score, WEMWBS total score and PGS 
transformed total scores (see Table 10). Furthermore, Pearson point-biserial correlational 
analyses were undertaken to explore whether parental health status (categorised into two 
groups: whether they had identified health issues or not) was associated with any of the 
key variables, in addition to child age. As Table 10 shows, statistically significant 
associations were revealed between parental health status and both child age (r= .213, 





Cognitive factors as predictors of parental psychological wellbeing 
A linear multiple regression analysis employing the enter (also referred to as simultaneous) 
method was used to determine whether each of the respective cognitive factors (parental 
locus of control and recognition of positive gains of having a child with PMID) could predict 
parental subjective wellbeing (as measured by the WEMWBS). Data relating to parents’ 
total scores on the PLOC-R and transformed data relating to total scores on the PGS were 
entered as a block of predictor variables at Step 1. They were entered this way as the 
analyses were exploratory (Brace et al., 2009).  
 
Regression analysis (see Table 11) revealed that parental locus of control significantly 
predicted parental subjective wellbeing, β= -.279, t(2,99)= 9.419, p= .005. Parental locus 
of control explained around eight per cent of the variance in WEMWBS scores, adjusted 
R2= .081, F(2,99)= 5.474, p= .006. However, the regression analysis also revealed that 
realisation of positive gains of having a child with PMID did not significantly predict 
parental subjective wellbeing and did not account for any of the variance in WEMWBS 
scores. 
 
Table 11: Multiple regression analysis to predict parental subjective wellbeing  
Variables B SE B β t p 
Step 0      
Constant 59.521 6.319  9.419 <0.001 
Step 1      
PLOC-R -0.131 0.045 -0.279 -2.895 0.005 
PGS-LT -1.977 1.649 -0.115 -1.199 0.233 
B = unstandardised beta coefficient, SE B= standard error,  
β= standardised beta coefficient, t= test statistic, p= significance value 
PLOC-R= Parental Locus of Control Scale - Revised, PGS-T= Positive Gain Scale - log transformed data 
 
 
Summary of results 
The mean WEMWBS total score of this sample was more than 10 points below the general 
population mean reported by Tennant et al. (2007) and was also less than that reported for 
a group of parents of children who did not have a disability taking part in an early 
intervention project (Lindsay et al., 2008). The only statistically significant relationship to 
emerge among the three key variables under investigation was a significant inverse 
correlation between parental locus of control and parental subjective wellbeing (Pearson’s 
r= -.294, p= .003). This means that parents with higher scores on the PLOC-R (indicating a 
more external parental locus of control) had lower scores on the WEMWBS (indicating lower 
parental subjective wellbeing). The regression analysis investigated this relationship further 
and demonstrated that parental locus of control was a statistically significant predictor of 
parental subjective wellbeing (β= -.279, t(2,99)= 9.419, p= .005.), accounting for around 




CHAPTER 6: EXTENDED DISCUSSION 
This chapter summarises the findings from the previous results chapter and considers these 
in detail, with reference to the hypotheses outlined in Chapter Three, the wider literature 
and clinical implications. Limitations of the study are also explored, in addition to 
directions for future research.  
 
Parental locus of control and subjective psychological wellbeing 
It was hypothesised that self-reported parental locus of control would be predictive of self-
reported parental subjective wellbeing in the sample of caregivers of children with PMID 
surveyed. A statistically significant inverse relationship between parental locus of control 
(measured using PLOC-R total scores) and parental subjective wellbeing (measured using 
WEMWBS total scores) emerged, with a medium effect size (r= -.295, p= .003).  
 
Higher total scores on the PLOC-R indicated a more external parental locus of control and 
higher total scores on the WEMWBS corresponded with increased subjective wellbeing. 
Therefore, in this group of caregivers of children with PMID, a more external parental locus 
of control was related to lower levels of parental subjective wellbeing. This is in line with 
previous research findings highlighting a relationship between parental locus of control and 
negative parent psychological outcomes (e.g. higher levels of depression and isolation: 
Dunn et al., 2001; parental stress: Hassall et al., 2005; Lloyd & Hastings, 2009; depression 
and anxiety: Lloyd & Hastings, 2009; and maladaptive coping: Glenn et al., 2009). The 
findings of the present study provide further evidentiary support for the relationship 
between parental locus of control and wellbeing in parents who have a child with ID. They 
also emphasise the importance of cognitive and other factors internal to the parent that 
mediate the relationship between the stressor of having a child with a disability and 
psychological outcomes such as coping and adjustment, as outlined in several key 
theoretical models of this process (Lazarus & Folkman, 1984; Lazarus, 1991; MCubbin & 
Patterson, 1983; Wallander, Varni, Babani, DeHaan, et al., 1989). Furthermore, this is the 
first known study to investigate the relationship between these variables in this specific 
subgroup of parents of children with ID who have a very complex profile of physical and 
psychological needs. 
 
Further exploration of the relationship between parental locus of control and subjective 
wellbeing using regression analysis revealed that, as hypothesised, parental locus of control 
significantly predicted the subjective wellbeing of parents of children with PMID (β= -.279, 
t(2,99)= 9.419, p= .005). Parental locus of control as a predictor accounted for around eight 
per cent of the variance in WEMWBS scores, R2= .081, F(2,99)= 5.474, p= .006. This concurs 
with previous findings reported in the systematic review that highlighted the importance of 
parental locus of control to a number of parent psychological outcomes (e.g. Dunn et al., 




2009). These findings also fit with the theoretical models outlined in earlier chapters that 
conceptualise the stress-coping process and aim to explain the individual variation in 
parental outcomes (Lazarus & Folkman, 1984; Lazarus, 1991; MCubbin & Patterson, 1983; 
Wallander et al., 1989). The findings of the current study add to the evidence base, as they 
have demonstrated similar effects of parental cognitions to studies of parents of children 
with other types of disability, with a specific subgroup of parents. Furthermore, the study 
adopted a strengths based approach focusing on subjective wellbeing rather than parental 
stress, which has also never been investigated with this population of parents.  
 
Recognition of positive gains of having a child with PMID and subjective psychological 
wellbeing 
It was hypothesised that self-reported parental recognition of the positive gains of having a 
child with PMID would be predictive of self-reported subjective wellbeing in the sample of 
caregivers of children with PMID surveyed. However, the results of the current study did 
not support this hypothesis as no statistically significant relationship emerged between 
recognition of positive gains of having a child with PMID (measured using PGS total scores) 
and parent subjective wellbeing (measured using WEMWBS total scores). Further 
exploration using regression analysis did not reveal recognition of positive gains as a 
significant predictor and it did not account for a significant proportion of the variance in 
parental subjective wellbeing. This suggests that in this sample, being able to recognise 
positive aspects of having a child with PMID did not influence wellbeing, as has been 
observed in other studies including more heterogeneous groups of parents of children with 
ID (e.g. Lloyd & Hastings, 2009a; Rapanaro et al., 2008).  
 
There are several possible explanations that may account for the pattern of these results. 
First, the current study used an unpublished quantitative measure of the positive gains 
associated with having a child with a disability (Pit-ten Cate, 2003). Although this measure 
asks parents to rate general statements relating to positive aspects of the experience of 
having a child with a disability (all PGS items can be found in Appendix 9), the measure was 
originally used with parents of children with hydrocephalus and spina bifida, both of which 
can, but do not necessarily, result in ID. Thus, the pattern of results with these populations 
of parents may differ from the findings for parents of children with PMID in this study due 
to the differences in the nature of the children’s functioning. If a child has a physical but 
not an intellectual disability, this is likely to make the parenting experience differ from 
having a child with multiple physical and profound intellectual disabilities.  
 
The distribution of the raw total scores of parents in this group (see Figure 4) revealed a 
pile-up of scores on the left hand side of the distribution that differed significantly from a 
normal distribution (W= .909, df= 102, p <.001). The trend for this group of caregivers to 




PGS representing higher identification of positive gains of having a child with a disability. 
Caregiver total scores on the PGS almost covered the full range that can be achieved on the 
seven item measure (1-35), indicating that extreme floor effects were not demonstrated. 
However, as a group, these caregivers achieved a relatively high mean total score of 23.51 
(SD= 8.56) and the median value was similar at 26. Higher scores on this measure indicate 
recognition of fewer positive gains, thus there were some parents in this sample that found 
it difficult to see positive aspects of having a child with PMID. Higher scores on this 
measure indicate recognition of fewer positive gains, thus there were some parents in this 
sample that found it difficult to see positive aspects of having a child with PMID. 
  
One possible explanation for the pile up of scores on the left of the distribution, indicating 
more parental recognition of positive gains, is that caregivers were exhibiting a tendency to 
endorse statements that would be socially valued (e.g. ‘Since having this child, my family 
has become closer to one another’), also known as the social desirability effect. Robinson 
and Anderson (1983) caution against reliance on only self-report measures in studies of 
parenting and family functioning for this reason. Indeed, given the fact that caregivers of 
children with PMID seldom seem to be asked how they feel about the experience of having 
a child with such complex needs (Fitton, 1994) and the paucity of research investigating 
their experiences, it is plausible that they may feel uncomfortable expressing thoughts that 
may not be socially desirable. 
 
The way positive gains were measured may also account for the pattern of findings 
observed. Previous studies that have investigated positive gains or perceived benefits of 
having a child with a disability have reported using quantitative scales (e.g. Positive 
Contributions Scale; Lloyd & Hastings, 2009a) or qualitative questionnaires (e.g. Rapanaro 
et al., 2008) that differ to the PGS employed in the current study. Although the PGS has 
been used in a similar study (MacDonald et al., 2010), it was used in a slightly different way. 
Both positive gains and negative consequences of raising a child with ID were investigated 
by MacDonald et al. (2010) and these were used as dependent variables, not as predictor 
variables as was the case in the current study. These methodological differences may go 
some way to explaining the different pattern of findings in this study. It must also be noted 
that the PGS only has seven items, whereas the other measures employed in the current 
study consisted of at least twice as many items. It may be that this measure does not 
include enough items to be sensitive enough to differences between individuals within a 
group of parents who likely all value and see the positives in having such special children.  
 
Influence of child age and parental health status  
Although recognition of positive gains was not associated with parental subjective 
wellbeing or parental locus of control, a statistically significant relationship was revealed 




a health issue or not (r= .604, p <.001). This meant that parents who identified themselves 
as having a health issue were more likely to achieve higher scores on the PGS, indicating 
recognition of fewer positive gains. Parents with health issues may find it more difficult to 
see the positive gains of having a child with PMID because it is likely to impact negatively 
on their physical and mental health, although we cannot infer the direction of causality.  
 
Furthermore, a statistically significant association between parental health status and child 
age was also revealed (r= .213, p= .047), indicating that parents with older children tended 
to have significantly more identified health issues, perhaps compounding this issue. This 
would make sense in terms of the cumulative burden of the physical and emotional care 
demands associated with parenting a child with PMID needs (Nakken & Vlaskamp, 2007). 
However, child age was not significantly associated with any of the other variables 
investigated. 
 
Influence of variables that were not investigated 
Each of the four key theoretical models outlined in earlier chapters highlighted the multi-
dimensional and transactional nature of the process of responding to stress (Lazarus & 
Folkman, 1984; Lazarus, 1991; MCubbin & Patterson, 1983; Wallander, Varni, Babani, 
DeHaan, et al., 1989). Key variables identified in these stress-coping models that influence 
parental and family outcomes include cognitive, emotional and behavioural responses to 
the stressor. These can be at the level of an individual, family, or wider system and are 
partly determined by the resources available. Although the importance of individual 
cognitive factors is evident from the literature, and thus was the focus of the current study, 
other factors clearly contribute to this complex and transactional process.  
 
Ninety-two per cent of the variance in parental subjective wellbeing in this study was 
unaccounted for by the parental cognitive factors investigated. The theoretical models 
outlined (Lazarus & Folkman, 1984; Lazarus, 1991; MCubbin & Patterson, 1983; Wallander 
et al., 1989) indicate that other variables that were not investigated in the current study 
(e.g. emotional, behavioural and social factors) could account for the remaining variance in 
parental subjective wellbeing and the pattern of results observed. For example, almost two 
thirds (63%) of the caregivers surveyed had other children at home. Parenting experiences 
with other children in the family are likely to influence these caregivers’ perceptions of 
their role as parents and family functioning in general, thus the family context may account 
for the trend for most parents to be able to recognise positive gains of having a child with 
PMID. Furthermore, other factors implicated in family stress models, such as practical 
resources (e.g. finances, whether there are two caregivers in the family, services such as 





For example, a single parent who is unable to work may feel more stressed and frustrated 
with the situation and thus may find it more challenging to identify positive gains of having 
a child with a disability. Thus it seems noteworthy that a high proportion of caregivers who 
were surveyed were married, in a civil partnership or were cohabiting, as this would 
indicate a protective factor. Given the main recruitment strategy of advertising the study 
via family support organisations, it is also likely that the families who took part in the study 
were able to access and make use of a range of supports and resources. This could explain 
the trend for most parents to be able to recognise positive gains of having a child with PMID 
in this study. 
 
Subjective wellbeing of parents with PMID compared with other groups 
It was hypothesised that self-reported subjective wellbeing would be lower in parents and 
family caregivers of children and young people with PMID than in parents of children with 
behavioural difficulties who do not have a disability, and the general population. This was 
based both on the theoretical models outlined (Lazarus & Folkman, 1984; Lazarus, 1991; 
MCubbin & Patterson, 1983; Wallander et al., 1989) and on the findings of previous studies. 
Research suggests that increased daily stressors, care burden and higher levels of functional, 
intellectual or motor impairment are related to poorer parental psychological outcomes 
(Wallander & Varni, 1998), such as increased stress, anxiety, depression and poorer coping 
(e.g. Dunn et al., 2001; Hassall et al., 2005; Lloyd & Hastings, 2009; Lloyd & Hastings, 2009; 
Glenn et al., 2009). The results of the current study supported this hypothesis, with the 
mean subjective wellbeing values of the sample of caregivers studied (M= 39.39; SD= 7.57) 
corresponding with the 11th percentile for subjective wellbeing in the general population 
(Bryson et al., 2011).  
 
This places parents of children with PMID alongside other groups experiencing low levels of 
support, autonomy, security and control in their lives or who are unemployed or 
experiencing levels of ‘very bad’ self-rated health (Bryson et al., 2011). As well as 
subjective wellbeing being low in this group of caregivers in comparison with the general 
population, it was the equivalent of approximately the 25th percentile for pre-intervention 
subjective wellbeing in a group of parents taking part in a parenting early intervention 
programme (Lindsay et al., 2008). This demonstrates that as a group, caregivers of children 
with PMID have much lower levels of wellbeing than the general population and lower levels 
of wellbeing than parents who have children with behavioural difficulties who do not have a 
disability. However, given the well-documented link between certain demographic indices 
(e.g. employment status, level of completed education) and health, quality of life and 
wellbeing (Bryson et al., 2011), it is crucial to assess the findings of the current study 
within the wider context of these demographic and environmental factors (Olsson & Hwang, 
2008). Emerson et al. (2006) urged researchers to consider the wider social context that 




of exposure to socio-economic adversity and that wellbeing and psychological distress are 
associated with social position (Power, 2002).  
 
Contextual and environmental factors 
 
Family composition 
With regard to the family composition, twenty per cent of caregivers of children with PMID 
in this study indicated that they were in a household with only one parental caregiver. This 
is comparable with 2011 national figures for the number of lone parents with dependent 
children in the UK (26%; Office for National Statistics, 2012). However, thirteen per cent of 
caregivers in the current study did not provide any response to the survey item that asked 
for details of those living within the family home, therefore it is likely that the twenty per 
cent figure is an underestimate. Parenting a child with PMID as a lone parent is likely to be 
more challenging than parenting in the context of a two parent household, simply due the 
fact that caregiving duties and burdens cannot be shared. One study found that single 
mothers were more likely to experience depression than their counterparts with partners 
(Blacher & Lopez, 1997) and if there had been a higher proportion of lone parents in this 
study, this itself might influence parental subjective wellbeing negatively. 
 
Social networks and support 
Neither social support nor characteristics of caregivers’ social networks were explored in 
this study. However, social support is identified as a key resource that influences parental 
appraisals of the situation, coping behavior and outcomes in the key theoretical models in 
this area (Lazarus & Folkman, 1984; Lazarus, 1991; MCubbin & Patterson, 1983; Wallander 
et al., 1989). Furthermore, several studies covered as part of the systematic review 
underlined the role of social support and the social context in the stress-coping process of 
having a child with a disability. This role is complex, and Hassall et al. (2005) suggested 
that family support facilitated the development of a more internal parental locus of control, 
which in turn is associated with more positive parent psychological outcomes. Social 
support also indirectly influenced parental adjustment and the reported severity of the 
child’s symptoms via parental stress (Siman-Tov & Kaniel, 2011). Receiving social support 
seems to help parents feel more in control and encourages a sense of meaning, lowering 
parental stress (Siman-Tov & Kaniel, 2011). As such, social support could also have 
influenced levels of caregiver subjective wellbeing in this study. 
 
Service provision 
Even in the UK, where healthcare is free at the point of delivery via the National Health 
Service, there still exists geographical variation in support available to families of children 
with ID (Wright et al., 2008). Service provision depends on policy priorities and service 




that of who has responsibility for service provision for children with ID and their families, as 
this differs across the devolved nations and even within them, depending on local authority 
and health board or trust agreements (Wright et al., 2008). As the current study covered 
the whole of the UK and Ireland, service provision for families will have varied significantly 
depending on where they lived.  
 
Whether a family feels well supported by services or not influences the context within 
which caregivers make appraisals about their situation. If those who participated were from 
areas with limited service provision (the survey did not ask about this), this is likely to 
impact on the family in terms of the care burden and associated demands they experience, 
and in terms of their general health and wellbeing due to cumulative stress and strain. 
These could have all impacted on the levels of caregiver wellbeing reported in this study.  
 
Culture 
Following on from this idea of geographical differences in service provision, Konstantareas, 
and Lampropoulou (1998) highlighted the influence of cultural norms, with regard to 
particular styles of family support, values and coping strategies employed across different 
cultures. It is important to remember the societal and cultural discourse contexts of 
families and caregivers as these are highly likely to influence cognitive appraisals of 
situations, their meaning and the accepted or expected ways of coping with stressors.  
 
Parent demographics 
In terms of parent demographic factors, there a several variables that may have influenced 
the caregiver subjective wellbeing scores reported in this study.  
 
Employment 
Fifty-two per cent of the sample was either in employment or studying and 48 per cent 
were not employed, the latter figure being much higher than the seasonally-adjusted 
national level of unemployment in the UK in April 2012: just over eight per cent of the 
labour market (Eurostat, 2012). A substantial body of evidence has reported that paid 
employment and job quality affect health and wellbeing (Bryson et al., 2011) and it is likely 
that many parents in this group do not have the option of entering employment or their 
chosen career due to the restrictions of their caregiving duties. Therefore, this represents a 
further factor that could account for the pattern of decreased subjective wellbeing scores 
in the group of parents surveyed. 
 
Health 
In addition to restricted employment options, forty-five per cent of the sample reported 
that they had health issues themselves, including a number of chronic and serious 




conditions appeared to be stress-related and parental health status was significantly 
associated with child age in the current study. Parents who reported health issues tended 
to have children who were older and also identified fewer positive gains of having a child 
with PMID, with both of these associations reaching statistical significance (see Table 10). 
Therefore, caring for a child with PMID appears to result in a cumulative strain for 
caregivers that seems to affect their ability to identify positive aspects of caring for the 
child with PMID as time goes on. Nevertheless, it is not possible to infer the direction or 
nature of causality in these relationships, based on correlational analyses alone. In the 
general population, subjective wellbeing is highly associated with self-reported general 
health (Bryson et al., 2011), which was a strong predictor of the wellbeing of parents who 
had children with ID in a study by Olsson and Hwang (2008). Thus the high percentage of 
health issues reported by this sample of parents of children with PMID may be a further 




Thirty per cent of the sample was educated to undergraduate level and a further nineteen 
per cent to postgraduate level, indicating that the sample were highly educated and 
possibly not representative of the wider population of parents of children with PMID. This 
suggests that the parental subjective wellbeing figures from the present study are likely to 
represent those in this particular population of parents that are functioning relatively well. 
Furthermore, these are the caregivers who are more likely to have had access to support 
networks such as peers and organisations providing family information, advice and support. 
Consequently, this study may have yielded observations of a higher level of wellbeing than 
may be the case in the remainder of this population, which is very concerning. 
 
Clinical implications 
The findings of this research study have implications for clinical practice, as practitioners 
often work closely with family members and caregivers as part of support provision for a 
child with PMID. The effect of parental locus of control on subjective wellbeing shows that 
how parents perceive and make sense of their situation is important, as families vary 
widely in what they consider challenging or not. Practitioner beliefs may be very different 
to those of caregivers’, thus practitioners need to remember not to make assumptions 
based on their own attributions. 
 
The anecdotal feedback provided by caregivers who participated in the study is of note to 
practitioners based in all settings. Some caregivers expressed that their own emotions and 
thoughts relating to being a parent of a significantly disabled and incredibly complex child 
and the challenges that brought were not often explored or acknowledged. This appears to 




sufficiently skilled to explore such issues. Clinical psychologists are ideally placed to 
develop and deliver training for other practitioners who are less familiar with the 
psychological impacts of caring for a child with PMID. This can work well when clinical 
psychology input is embedded within a multi-disciplinary team and the clinical psychologist 
has the opportunity to work jointly and collaboratively with other professionals, whilst 
modelling and demonstrating the sorts of skills required to explore these issues with 
families. 
 
Given the significant link between parental locus of control and wellbeing observed in the 
current study, it may be worth psychologically screening parents and other caregivers using 
brief measures of wellbeing, distress, parental locus of control or parental confidence. This 
would enable early identification of families who are likely to struggle, thus providing an 
opportunity for intervention and support before difficulties become salient at crisis. 
However, this clearly relies on the development and validation of psychometrically robust 
measures, whereas there are few available at the present time for parents of children with 
disabilities. Screening could be undertaken by staff such as nurses or paediatricians, with 
consultation and support from clinical psychology, and may be a good way of having 
difficult but important conversations.  
 
Following on from the identification of caregiver psychological needs, a range of 
interventions need to be developed specifically for this group of parents. These could 
follow a ‘stepped care’ provision approach, whereby a selection of interventions of 
differing level of intensity and complexity are on offer and these are matched to the family 
needs at that point in time. At a basic level, staff training, consultation and joint working, 
as outlined above, are means of increasing other practitioners’ psychological mindedness 
and skills. Provision of realistic advice and guidance, but at the right time when the family 
is ready for it, is another factor that seems likely to have an impact on parental cognitive 
appraisals, such as locus of control. CBT and self-help type interventions could then be 
offered one step up via clinical psychologists supervising other staff to take on these 
supervisory roles. Cognitive appraisals are clearly important, thus it makes sense to predict 
that existing interventions with a cognitive component may be of some use to some 
caregivers, depending on their individual and family circumstances and beliefs. Social 
support in a formal group setting from peers in similar situations may be a powerful way of 
normalising some caregivers’ ideas about things and it also gives families the chance to 
check out some of their beliefs with other caregivers who understand the experience.  
 
Some researchers in this area are advocating the use of acceptance and mindfulness based 
interventions for families of children with ID (MacDonald et al., 2010). Interventions to help 
parents feel more empowered, capable and in control of parenting their child should be 




small things, such as praising them for their effort and determination. At present, the 
evidence base for interventions for parents of children with ID is almost non-existent. 
However, there does seem to be a converging pattern of findings emerging from the 
literature focused on parenting a child with ID. Practice-based research to evaluate any 
interventions that clinicians have found fruitful would be a good start to generating such an 
evidence base. 
 
Ethical issues associated with online research 
As the study was advertised using social media and made available via an online survey, 
issues relating to this research modality were considered. Online research is a relatively 
new methodology within the social sciences, but is now being used ‘widely and with great 
enthusiasm’ by psychologists (Reips, 2002). There are many benefits to conducting online 
psychological research; however, there are also several caveats that must be borne in 
mind.  
 
Around 19 million UK households (77%) have an internet connection (Office of National 
Statistics, 2011), enabling many individuals to take part in research studies from the 
comfort of their own home. Presenting a study online also widens the net for recruitment 
of participants, potentially increasing diversity within the sample and thus improving 
generalisability. The systematic review identified that fathers were underrepresented in 
parent research, thus online recruitment and presentation of the current study was one 
means of attempting to make it more accessible and appealing to fathers. Increased 
accessibility also encourages sample heterogeneity as participants are more likely to be 
spread out over a wider geographical area (Gardner, 2007). Increased accessibility also 
means that the study can be accessed round the clock, so individuals can participate at a 
time that is convenient for them. This issue was particularly pertinent to the target 
population of this study, given their significant caring commitments. Online survey data can 
also automatically be stored, thus minimising the opportunity for error associated with 
manual data entry.  
 
Kraut et al. (2007) highlight, however, that generalising from internet samples can be 
problematic, given the demographic differences in internet users. In 2006, only twenty-one 
per cent of ‘low-income’ households in the UK had internet access, compared with ninety-
four per cent of ‘high-income’ households (Office for National Statistics, 2006). This 
suggests that internet based recruitment may yield unrepresentative samples. Gardner 
(2007) echoes this sentiment, stating that the majority of internet users are white, middle-
class males. Furthermore, the environment of participants cannot be controlled when 
completing the study online. Factors such as noise, interruptions and competing priorities 
may confound the results or even lead to non-completion. Technical difficulties can also 




Although considered no more risky than traditional psychological research methods (Kraut 
et al., 2007), online research poses some additional ethical issues due to the nature of the 
research context. The absence of direct contact with participants makes it difficult to 
monitor and respond to any distress or lack of understanding during the study. In addition, 
the issue of informed consent must be considered carefully in online research because the 
researcher is unable to gauge the participant’s understanding, as they are able to in 
person. One strategy for overcoming this is to break up the information provided prior to 
giving consent into smaller sections (Gardner, 2007; Kraut et al., 2007). The BPS (2007) also 
suggests that contact details of the researcher are clearly given in case an individual would 
like to clarify something or withdraw from the experiment. A debriefing should also be 
provided, ideally appearing automatically if the participant closes the experiment window 
(Kraut et al., 2007).  
 
All of these considerations were taken into account prior to undertaking the current study 
and it was decided that an online survey remained an appropriate tool as it would offer the 
opportunity to recruit more participants, especially fathers, from a group that is 
underrepresented in the research literature (Olsson & Hwang, 2008). All of the 
questionnaires presented online had been used previously in peer-reviewed research and 
were deemed acceptable by both the School of Health in Social Science Ethics Committee 
and the organisations who reviewed the study prior to advertising it. All information was 
presented on web pages as clearly and simply as possible and participants were only able to 
proceed to the online questionnaire items if they had clicked the ‘accept’ button that 
constituted giving their informed consent. A debriefing was provided at the end of the 
study and contact details of the author were also given. Furthermore, the author invited 
each organisation to direct any feedback relating to participation in the study to her in 
order to address any issues arising for participants. This was acknowledged in the summary 
provided to all organisations involved in recruitment to be shared with participants. 
 
Strengths and limitations of the study 
This is the first known study to investigate the subjective wellbeing of parents of children 
with PMID. Useful demographic information was gathered about this population that can be 
used to make comparisons with other groups. For example, it was particularly noteworthy 
that such a high proportion of parents had health issues themselves in the group surveyed. 
These observations of group characteristics would form an ideal basis for future studies, as 
it would be informative to understand the specific issues faced by this population of 
parents and elucidate causal mechanisms and common trajectories in order to inform 
support provided. Furthermore, the current study offers a number of insights that are 
worthy of further exploration in this population and several suggestions for future research 





It is hoped that this study generates some interest and momentum for further research in 
this area. In addition to the applications of the study for research purposes, a number of 
clinical implications were also outlined, thus a further strength of the study is the 
applicability of the findings to an applied context. Nevertheless, the study also had a 
number of limitations which can be broadly grouped into the categories of sampling, 
measurement, design, and confounding variables. This must be taken into consideration 
alongside the findings, limiting their generalisation. 
 
Sampling 
There is not currently a single definition of PMID that is accepted globally and a multitude 
of labels exist that are used to describe this group (Nakken & Vlaskamp, 2007; Pawlyn & 
Carnaby, 2009). These often overlap with other groups who, for example do not have ID 
(e.g. children with complex/high support needs; children who are technology dependent; 
medically fragile children). Therefore it can be difficult both in the literature and in 
practice to know exactly who is being referred to (Nakken & Vlaskamp, 2007). The 
definition of PMID adopted in the current study was selected on the basis of it capturing the 
multiple physical disabilities and also the profound ID of these children, in combination 
with their fragile health and their functioning at the very early stages of development 
(Pawlyn & Carnaby, 2009). This is also in line with clinical descriptions used in practice in 
ID services that characterise specific aspects of the child’s functioning that are limited, 
thus giving an idea of the type of service needs of families (Pawlyn & Carnaby, 2009).  
 
However, there remains a wider issue of the challenge of defining this group that 
contributes to the lack of universal terminology used. Nakken and Vlaskamp (2007) highlight 
the fact that this group of individuals has such profound ID that existing standardised tools 
for assessing intellectual functioning cannot offer a valid estimation of their intellectual 
capacity. This is because they have little to no apparent understanding of verbal language 
or symbolic interactions with objects and have no ability for self-support (Hogg & Sebba, 
1986). Thus, there is a real need for assessment tools that are sensitive enough to confirm 
or disconfirm such impaired levels of functioning and that would both inform practice and 
enable clearer delineation of this population from other similar populations in research 
(Nakken & Vlaskamp, 2007).  In the context of the present study, parents self-selected 
based on the definition of PMID provided and it was not possible to verify whether their 
child met these criteria or not. However, this is a common selection method in ID research 
(Emerson et al., 2006) and given the wider issues of defining this group in research and 
practice, there were no obvious alternatives. 
 
A separate limitation of this study in relation to sampling concerns whether the group of 
parents surveyed was representative enough of the population of UK parents of children 




there is little information available in the literature about the demographic characteristics 
of this group available for comparison. Although efforts were made to encourage 
participation of fathers in this population, they still made up a very small proportion (3%) of 
the caregiver sample studied. This may be due to fathers not identifying themselves as 
‘caregivers’ or it might be the case that mothers were more involved with the parent 
organisations that aided in the recruitment of participants. However, it is a significant 
limitation, as there are documented gender differences in the way mothers and fathers 
make sense of and adjust to parenting a child with additional needs (Hastings et al., 2005a; 
Hastings et al., 2005b; Janssens, 1994; Lanfranchi & Vianello, 2012) 
 
An additional feature of this sample that limits generalisability is the fact that ninety-seven 
per cent of participants and ninety-four per cent of their children with PMID were of white 
ethnicity (see Tables 5 and 7). This figure is higher than those that have been quoted 
regarding the ethnicity of children with and without ID in the British population as a whole 
(90% and 91% white ethnicity respectively; Emerson & Hatton, 2007; Meltzer et al., 2000). 
Emerson and Hatton (1999) used 1991 Census data and population projections and 
estimated that the non-White UK population will have increased from five per cent in 1991 
to eight per cent in 2021. There is evidence that families with a child with ID from minority 
ethnic groups consistently face disadvantages (e.g. financial) when compared with families 
with a child with ID from majority ethnic communities, and when compared to others from 
the same ethnic group (Hatton, 2002). These families report high levels of need for 
themselves and their children with ID, which are closely linked with a lack of both formal 
and informal support systems (Hatton, 2002). Therefore, again, it is likely that as the 
sample studied included a high proportion of caregivers who were white, the current 
findings represent those who are more advantaged within this group and thus may not 




As noted in the systematic review, the measure of parental locus of control employed in 
the current study (PLOC-R) has some limitations in terms of its psychometric properties.  
Several adaptations of the original measure are currently in use and so it is difficult to 
compare findings across studies that use this measure (Lloyd & Hastings, 2009). It has been 
reported that the PLOC would benefit from more use with larger samples to ensure 
reliability (Hagekull et al., 2001). In addition, the discriminant validity of the PLOC requires 
further investigation, as it could be measuring other constructs such as parental distress or 
other cognitive variables (Lloyd & Hastings, 2009). However, this measure was selected for 
use in the current study as there is currently no psychometrically sound instrument 
available to measure parental locus of control that is developed specifically for or is well 




that measure this and similar constructs, such as parental self-efficacy, self-esteem, 
perceived competence and parental satisfaction. However, they suffer similar limitations. 
The issues of social desirability effects and the limitations of the PGS have already been 
discussed and so will not be repeated here. 
 
A limitation identified by caregivers themselves in the feedback they provided was that the 
quantitative questionnaires used did not seem like they were developed to assess the 
specific experiences of those caring for a child with PMID. Some caregivers expressed that 
the measures failed to capture the content and richness of their experiences and they 
made suggestions that future research should explore the emotional impact of having a 
child with PMID and how confident and supported caregivers feel in their role. These 
questions are similar to those included in the Sheffield Learning Disability Outcome Measure 
(SLDOM; Sheffield Children’s NHS Foundation Trust, n.d.) that was considered in the initial 
design stages of the current study. The SLDOM is also used routinely as an outcome measure 
in clinical practice in child learning disability services. However, although it is freely 
available online, this measure is unpublished and has not been subject to any evaluation of 
its psychometric properties. Therefore it was not selected for use in the present study. 
 
Design 
The cross-sectional design of the study limited the ability to explore causal and temporal 
relationships, although this is a limitation of much of the research on parental locus of 
control in this and similar populations (Siman-Tov & Kaniel, 2011). In this case, this was due 
to limited resources and time constraints, but it would be useful to replicate the study 
using a longitudinal design, as beliefs related to parental locus of control may also interact 
with other coping resources and previous coping experiences to influence parent 
psychological outcomes (Beresford, 1994; Hassall et al., 2005).  
 
Several studies discussed in the systematic review undertook analyses relating to the five 
subscales of the PLOC (Parental Efficacy, Parental Responsibility, Child Control of Parent’s 
Life, Parental Belief in Fate/Chance and Parental Control of Child’s Behaviour), in addition 
to analyses using the total score for this measure. The Child Control and Parent Control 
subscales strongly correlated with parental stress (Hassall et al., 2005), as was the case in 
previous research (Campis et al., 1986; Hagekull et al., 2001). Lloyd and Hastings (2009) 
similarly found that the Parental Control subscale correlated significantly with all maternal 
wellbeing measures used in their study and significantly predicted positive perceptions and 
anxiety at time one. Therefore, analyses of these subscales in the present study would have 
added value as these two subscales show the most utility in predicting parenting stress.  
 
Other studies have used median-split analyses to explore characteristics associated with 




would have been informative as it would have enabled fuller exploration of the 
characteristics of caregivers with high levels of wellbeing. A final weakness of the current 
study in terms of its design was the lack of a comparison group to control for the influence 
of other variables, as this would have enabled clearer delineation of the effects observed. 
 
With regard to the limitations of the overall aims and objectives of the current study, 
sufficient time and resources were not available to explore the full range factors that have 
been identified in the theoretical models of the stress-coping process. Therefore the study 
focused on two specific cognitive factors identified as pertinent in the systematic review 
and wider literature. It is unsurprising therefore that the only statistically significant 
predictor to emerge from the inferential analyses (parental locus of control) accounted for 
just eight per cent of the variance in parental subjective wellbeing scores for this group. 
Clearly, the issues influencing subjective wellbeing in this group are complex and go 
beyond cognitive factors and further research is needed to test the various theoretical 
models outlined in full with this population of parents. 
 
Directions for future research 
A number of limitations of the present study have been discussed in depth, with reference 
to how future research studies might seek to address some of these limitations. In addition 
to this, the current study raised a number of further questions that would merit further 
investigation and would add to the existing literature.  
 
First, it would be interesting to explore whether there are any relationships between 
parental locus of control, perceived child behaviour problems and parental sense of 
competency in caregivers of children with PMID. The research reviewed suggested that 
these were important factors in other studies of a broader population of parents of children 
with ID. It is likely that there is variation within this group of families in terms of child 
characteristics (e.g. current health status/prognosis, child behaviours, temperament) so it 
would also be useful to investigate whether these are related to caregiver subjective 
wellbeing. Furthermore, it would be useful to investigate whether locus of control 
influences subjective wellbeing and other psychological outcomes in paid caregivers and 
other staff working with children with PMID in caring roles.  
 
The conceptual overlap between parental locus of control and related concepts such as 
parental self-efficacy, parent self-esteem, perceived competence and parental sense of 
coherence needs to be investigated further in order to delineate the contribution of each 
and further distinguish these from one another so that they represent useful concepts for 





The importance of relational variables such as relationship quality, attachment styles and 
social support emerged in the current study, although they were not investigated. Future 
research exploring whether these relational variables are associated with parental 
cognitions would be valuable to our understanding of stress and coping within this group, 
particularly with regard to the identification of protective factors. Along these lines, 
further research could build on the findings of the current study in order to work out 
whether the observed pattern of positive gains in this sample could be explained with 
reference to the family context and experiences. The trend for most parents to be able to 
identify positive gains of having a child with PMID may actually reflect parental positive 
perceptions of themselves as a parent rather than of their child. The presence of other 
children in the household may also influence caregivers’ ability to recognise positive gains 
of having a child with a disability, as they have alternative experiences of caregiving and 
parenting as a point of comparison. 
 
A final suggestion for future research is the need for qualitative explorations of the 
experience of parents of children with PMID in order to gain an insight into their lived 
experiences and the emotional impact of caring for a very fragile child. Explorations in 
relation to caregivers’ experiences over time would be incredibly informative, paying 
attention to caregiver and family experiences in terms of where the child with PMID is at 
developmentally, where the family is in their family life cycle and the stage in the course 
of the disease or disability (Wallander & Varni, 1998). Qualitative research could also 
explore caregivers’ opinions on what they believe would be helpful or useful in relation to 
their subjective wellbeing. 
 
Summary and conclusions 
The present study demonstrated that a more external parental locus of control was related 
to lower levels of parental subjective wellbeing in caregivers of children with PMID. 
Furthermore, regression analysis revealed that, as hypothesised, parental locus of control 
significantly predicted the subjective wellbeing of parents of children with PMID and 
accounted for around eight per cent of the variance in parental subjective wellbeing. The 
mean parental subjective wellbeing value for caregivers of children with PMID in this study 
corresponded with the 11th percentile for subjective wellbeing in the general population 
(Bryson et al., 2011), indicating low levels of subjective wellbeing in this group. These 
findings are line with previous research highlighting a relationship between parental locus 
of control and negative parent psychological outcomes (Dunn et al., 2001; Glenn et al., 
2009; Hassall et al., 2005; Lloyd & Hastings, 2009). Furthermore, this is the first known 
study to investigate the relationship between these variables in this specific subgroup of 






With regard to implications for clinical practice and service provision, the effect of 
parental locus of control on subjective wellbeing shows that how parents perceive and 
make sense of their situation is important, as families vary widely in what they consider 
challenging or not. Thus practitioners need to remember not to make assumptions based on 
their own attributions. Caregivers who took part in the study expressed dissatisfaction 
regarding practitioners’ lack of attention to the emotional impact of caring for a child with 
PMID. Clinical psychologists are well-placed to address potential staff training and 
awareness issues that may account for this, in addition to providing supervision and 
consultation to encourage consideration of the psychological aspects of families’ 
experiences. The usefulness of screening caregivers of children with PMID for psychological 
distress was discussed in relation to early identification and support that may promote 
better outcomes. However, the evidence base for interventions that facilitate positive 
psychological outcomes for this group of parents is extremely limited and this urgently 
needs to be developed, perhaps starting with practice-based evidence. 
 
Strengths of the study were that this is the first known study to investigate the subjective 
wellbeing of parents of children with PMID. Observations of characteristics of this group 
would form an ideal basis for future studies and a number of insights are reported that are 
worthy of further exploration in this population. A further strength of the study is the 
applicability of the findings to an applied context. A number of limitations of the present 
study were discussed in depth, covering the domains of sampling, measurement, design, 
and confounding variables. Suggestions for further research that either overcomes these 
methodological limitations or builds on some of the interesting insights have been provided 
and it this will hopefully result in further interest and research in this area for the benefit 
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List: references should be arranged first alphabetically and then further sorted 
chronologically if necessary. More than one reference from the same author(s) in the same 
year must be identified by the letters 'a', 'b', 'c', etc., placed after the year of publication.  
 
Examples: Reference to a journal publication:  
Van der Geer, J., Hanraads, J. A. J., & Lupton, R. A. (2010). The art of writing a scientific 
article. Journal of Scientific Communications, 163, 51–59.  
 
Reference to a book:  
Strunk, W., Jr., & White, E. B. (2000). The elements of style. (4th ed.). New York: 





Reference to a chapter in an edited book:  
Mettam, G. R., & Adams, L. B. (2009). How to prepare an electronic version of your article. 
In B. S. Jones, & R. Z. Smith (Eds.), Introduction to the electronic age (pp. 281–304). 








































APPENDIX 2: Systematic review protocol 
based on York University’s Centre for Reviews and Dissemination  
Guidance for undertaking reviews in healthcare 
 
Background 
• Well established evidence that having a child with a disability impacts on 
psychological outcomes, e.g. mental health, stress, adjustment, wellbeing. 
• Exploration of cognitive factors would be useful clinically, as these are something that 
could potentially be changed. 
• Little research on parents of children with profound and multiple intellectual 
disabilities (PMID).  
 
Previous similar reviews: 
• Narrative review of parental cognitions and r’ship with stress (Hassall et al., 2005) 
• Conceptual review of caregiver burden and stress with focus on parents of children 
with developmental disabilities (Raina et al., 2004) 
• Narrative review of lives of people with PMID, including section on parents and carers 
(Carnaby, 2004). 
 
No systematic reviews conducted in this area. 
 
Review question 
What is the relationship between parental locus of control and psychological outcomes 
for parents who have a child with a disability? 
 
Eligibility criteria 
• Published case study, small study, controlled study or non-controlled study 
• All types of study design 
• Locus of control related to experience of parenting investigated 
• Relationship between locus of control and parent psychological outcomes investigated 
(see below) 
• Full-text available 
• Article published in English 
• All years considered 
 
Population 




• At least one child with a physical, developmental or intellectual disability or 
significant visual or hearing impairment that would constitute a disability 
 
Outcomes 




• Mental health (e.g. depression, anxiety) 
 
Planned search strategy 
• Keyword searches of online databases (Medline, PsycInfo, PsycArticles, ERIC, CINAHL+, 
Web of Knowledge), using search terms parent; mother; father; locus of control; 
disab* 
• Manual search of reference lists of papers selected for systematic review 




1. Abstracts reviewed to see if meet eligibility criteria 
2. Full-text of retained studies reviewed to see if meet eligibility criteria 
3. Final selection of studies included in methodological appraisal and assessment 
 
Data extraction 
The following data was extracted regarding each paper: 
• Research/study question 




• Generalisability of findings 
 
Quality Assessment 
• Specific criteria for each dimension 
• Scoring categories of well covered; adequately addressed; poorly addressed; not 
addressed/not reported; not applicable 






• Summary of individual study findings and characteristics (data from standardised data 
extraction form) 
• Overall rating and quality ratings for each of the dimensions identified 
• Overall summary of state of the literature in this area 
• Limitations of available literature 
• Areas identified for future research 
 
Dissemination 
• Chapter in doctoral portfolio thesis 











































































APPENDIX 4: Systematic review data extraction form 
 
General information 
Date of data extraction: 
Record number (to uniquely identify study): 
Author:  
Article title:  
Citation:  
Type of publication (e.g. journal article, conference abstract):  
Country of origin:  
Source of funding (if known): 
 
Study characteristics 
Aim/objectives of the study:  
Study design: 
Study inclusion criteria: 
Study exclusion criteria: 






Socio-economic status:  
Child disability/syndome characteristics:  
Co-morbidities: 
Number of participants in sample: 
 
Intervention and setting 
Setting in which the intervention is delivered/research takes place: 
Description of the intervention(s) and control(s) (if applicable): 
 
Outcome data/results 
Unit(s) of assessment or measure(s) used: 
Statistical techniques used: 
 
For each pre-specified outcome:  
Measurement tool or method used: 
Unit of measurement (if appropriate): 





For all intervention/experimental group(s) and control group(s):  
Number of participants approached/asked to take part: 
Number of participants enrolled/took part/returned responses: 
Number of participants included in analysis: 
Number of withdrawals, exclusions, lost to follow-up:  
 
Summary outcome data e.g. 
No. of events or number of participants in each group/condition: 
Group/condition mean: 
 
Type of analysis used in study (e.g. group mean comparisons; correlation, etc.): 
Results of study analysis: 
If subgroup analysis is planned the above information on outcome data or results will need 
to be extracted for each subgroup: 
Details of any additional relevant outcomes reported: 
Adverse events: 
 

























APPENDIX 5: Quality rating tool for systematic review 
 




1  Research question and objectives  / 
2  Sampling  / 
3  Design and method  / 
4  Statistical analysis  / 
5  Quality of reporting  / 
6  Generalisability  / 
7  Overall assessment of study  / 
  Total score  / 
  Percentage (based on number of items rated as applicable)  





























1. Research question and objectives 
1.1 The study addresses an appropriate and clearly focused question, drawn from a 
theoretical model or previous research. 
Well covered  
= 3 
 
Adequately addressed  
= 2 
 
Poorly addressed  
= 1 
 
Not addressed/not reported  
= 0 
 
Not applicable  
= 0 
 




2.1 The characteristics of the participants are representative of the group being studied. 
Well covered  
= 3 
 
Adequately addressed  
= 2 
 
Poorly addressed  
= 1 
 
Not addressed/not reported  
= 0 
 
Not applicable  
= 0 
 
Other comments  
 
 
2.2 The study indicates how many of the people asked to take part did so, in each of the 
groups studied. Also, if applicable, how many dropped out. 
Well covered  
= 3 
 
Adequately addressed  
= 2 
 
Poorly addressed  
= 1 
 
Not addressed/not reported  
= 0 
 
Not applicable  
= 0 
 











2.3 The exact nature and severity of the child’s disability/impairment and its impact on 
every day family and child functioning is described. 
Well covered  
= 3 
 
Adequately addressed  
= 2 
 
Poorly addressed  
= 1 
 
Not addressed/not reported  
= 0 
 
Not applicable  
= 0 
 
Other comments  
 
3. Design and method 
3.1 The constructs/variables under investigation are clearly defined and operationalised. 
Well covered  
= 3 
 
Adequately addressed  
= 2 
 
Poorly addressed  
= 1 
 
Not addressed/not reported  
= 0 
 
Not applicable  
= 0 
 
Other comments  
 
3.2 Variable measurement method is appropriate and demonstrates validity and reliability. 
Well covered  
= 3 
 
Adequately addressed  
= 2 
 
Poorly addressed  
= 1 
 
Not addressed/not reported  
= 0 
 
Not applicable  
= 0 
 














3.3 Confounding variables that may have influenced the results are taken into account. 
Well covered  
= 3 
 
Adequately addressed  
= 2 
 
Poorly addressed  
= 1 
 
Not addressed/not reported  
= 0 
 
Not applicable  
= 0 
 
Other comments  
 
 
4. Statistical analysis 
4.1 Statistical analyses are fully reported and appropriate. 
Well covered  
= 3 
 
Adequately addressed  
= 2 
 
Poorly addressed  
= 1 
 
Not addressed/not reported  
= 0 
 
Not applicable  
= 0 
 
Other comments  
 
 
5. Quality of reporting 
5.1 Reporting of method, analyses and results are sufficiently detailed to allow their 
replication or justification. 
Well covered  
= 3 
 
Adequately addressed  
= 2 
 
Poorly addressed  
= 1 
 
Not addressed/not reported  
= 0 
 
Not applicable  
= 0 
 














6.1 The findings could be generalised to similar populations. 
Well covered  
= 3 
 
Adequately addressed  
= 2 
 
Poorly addressed  
= 1 
 
Not addressed/not reported  
= 0 
 
Not applicable  
= 0 
 
Other comments  
 
 
7. Overall assessment of study 
7.1 A judgement of the overall quality of the study. 
++ Good to excellent 
= 3 
 
+ Adequate to good 
= 2 
 






















APPENDIX 6: Participant Information 
 
About the survey 
Dear Parent / Carer 
I work with children and young people with profound and multiple disabilities and their 
families. Some people use other labels to describe profound and multiple disabilities.  
I am referring to children and young people under 19 who have more than one disability, 
including: 
- a profound learning disability 
- significant communication difficulties 
- sensory impairment (e.g. hearing, vision) 
- physical disabilities and mobility problems 
- complex health needs (e.g. enteral/parenteral feeding, ventilation/CPAP, etc) 
- mental health difficulties 
 
These individuals need high levels of support with most aspects of daily life. This criteria 
comes from Mencap's leaflet on the definition of profound and multiple disabilities 
(accessed at http://www.pmldnetwork.org). 
 
Families respond in different ways to having children with profound and multiple 
disabilities. For some this can be a positive and enriching experience, for others it can 
bring a number of challenges. I have met some families of children and young people with 
profound and multiple disabilities who are struggling with the emotional aspects of caring 
for their child, as well as the more practical demands. I have also met some families who 
have had positive experiences.  
 
I would like to understand more about the process of adapting to having a child with 
profound and multiple disabilities and how psychologists and other professionals may be 
able to support this. I would be very grateful if you could complete this online survey as 
part of my research. The research project has had ethical approval from the School of 
Health in Social Science at the University of Edinburgh and is being supervised by Dr Helen 
Downie and Dr Karen McKenzie.  
 
If your child has more than one parent (or carer with parental responsibility), it would be 
really useful if you could each fill in the online survey. Please direct other parents/carers 
of children with profound and multiple disabilities to it at: 
http://www.survey.ed.ac.uk/parentcarerwellbeing 
 
The online survey contains different questions, which should take around 30 minutes to 




and how you feel. All your answers will be anonymous and you will not be identifiable. If 
you have concerns that information we are asking for will identify your child or your family, 
you do not have to provide this information. 
 
Some of the questions might make you feel or think about things that are difficult and/or 
upsetting. We recognise that having a child with profound and multiple disabilities can have 
both negative and positive aspects. If you want to talk about this or would like some advice 
about seeking formal support for this, please contact me using the details on the next page. 
If you are happy to take part and complete the questionnaire, the next page has details 
about what this will involve, followed by the questions. 
 
Thank you for your time.  
 
Fleur-Michelle Coiffait 
Trainee Clinical Psychologist 
 
Clinical & Health Psychology  
School of Health in Social Science  
University of Edinburgh  
Old Medical School  
Teviot Place  
Edinburgh EH8 9AG  





















What will participation involve? 
Taking part in this research will involve answering the questions contained in this booklet 
and returning your completed questionnaire using the postage paid envelope provided. If 
you would prefer to complete the questionnaire online, please visit: 
https://www.survey.ed.ac.uk/parentcarerwellbeing 
 
What will happen to this information? 
The information will be anonymous and will be used only for the purpose of this research. 
The overall findings will be written up and shared with other researchers and professionals 
to help ensure that families’ needs are better understood. We are not asking for 
information that could be used to identify you or your family. If you have concerns that 
information we are asking for will identify your child or your family, you do not have to 
provide this information.  
 
What if I do not want to take part? 
You do not have to complete the questionnaires, only complete them if you want to. Your 
decision to participate or not in this research will not affect any services you may be 
receiving. 
 
What if I change my mind? 
If you change your mind once you have returned your questionnaire, you have the right to 
withdraw your information from the study. Please make a note of your unique participant 
ID (on the top right corner of the cover page) so that we are able to identify and destroy 
your data securely, if you decide to withdraw your information after submitting your 
responses. 
 
What if I want to talk to someone? 
If you have any questions about the study, you can contact me by 
 
Email:   parentwellbeingresearch@gmail.com  
Telephone:  0131 651 3972 
 
I can also help you find out about further support if you feel this would be necessary. 
 
By completing and returning this questionnaire, I confirm that I am aware of my right 
to withdraw my information and I give my informed consent for my responses to be 







APPENDIX 7: Organisations that supported the study 
 
The author would like to extend a huge thank you and her gratitude to the following 
organisations for their support in publicising the study: 
 
Capability Scotland Stanmore House School, Lanark 
Cerebra 
Challenging Behaviour Foundation  
Enable Scotland 
Epilepsy Scotland  
Families Magazine 
Foundation for People with Learning Disabilities 
Genetic Alliance UK 
Kindred Scotland 
LD Health Network  
Parents Own  
PAMIS  
Scottish National Managed Clinical Network for Children with Exceptional Healthcare Needs 
PMLD Link 
Rare Disease UK 
Royal Blind School, Canaan Lane Campus, Edinburgh 
Shine UK 
Special Needs Parents Association  
Syndromes Without a Name (SWAN) UK 
Together for Short Lives 
Unique 
Voice of Carers Across Lothian (VOCAL) 
 
Additional email lists, forumd and social media sites used to advertise the study 
BPS Division of Clinical Psychology Paediatric Psychology Network email list 
ClinPsy.org.uk online forum 
Intellectual Disability Research UK JISCmail list 
LD Health Network forum 










APPENDIX 8: Parental Locus Of Control Scale - revised version (PLOC-R) 
(Lloyd & Hastings, 2009; cf. Campis, Lyman, & Prentice-Dunn, 1986 for original version) 
 
Many parents who have a child with special needs believe that particular child has had a 
special effect on them and on other members of their family. What effect do you believe 
your child with a disability has had on you and other members of your family? 
 
Read each statement and indicate the one response that best describes how much you 
agree or disagree with each statement using the following answers: 
 
Note: Items followed by (R) are reverse scored 
 








What I do has little effect on my 
child’s behaviour.  
1 2 3 4 5 
When something goes wrong between 
me and my child, there is little I can 
do to correct it.  
1 2 3 4 5 
If your child throws tantrums no 
matter what you try, you might as 
well give up. 
1 2 3 4 5 
My child usually ends up getting 
his/her way, so why try?  
1 2 3 4 5 
No matter how hard a parent tries, 
some children will never learn to be 
responsible. 
1 2 3 4 5 
It is not always wise to expect too 
much from my child because many 
things turn out to be a matter of good 
or bad luck anyway. 
1 2 3 4 5 
When my child gets angry I can usually 
deal with him/her if I stay calm. (R) 
5 4 3 2 1 
When I set expectations for my child, I 
am almost certain that I can help 
him/her meet them. (R) 
5 4 3 2 1 
 








When my child is well-behaved, it is 
because he/she is responding to my 
efforts. 
1 2 3 4 5 
Parents who can’t get their children 
to listen to them don’t understand 
how to get along with their children. 




My child’s behaviour problems are no 
one’s fault but my own. (R) 
5 4 3 2 1 
Capable people who fail to become 
good parents have not followed 
through on their opportunities. (R) 
5 4 3 2 1 
Children’s behaviour problems are 
often due to mistakes their parents 
make. 
1 2 3 4 5 
Parents whose children make them 
feel helpless just aren’t using the best 
parenting techniques. (R) 
5 4 3 2 1 
Most children’s behaviour problems 
would not have developed if their 
parents had had better parenting 
skills. 
1 2 3 4 5 
I am responsible for my child’s 
behaviour. (R) 
5 4 3 2 1 
The misfortunes and successes I have 
had as a parent are a direct result of 
my own behaviour. 
1 2 3 4 5 
 
 








My life is chiefly controlled by my 
child.  
1 2 3 4 5 
My child does not control my life. (R)  5 4 3 2 1 
My child influences the number of 
friends I have.  
1 2 3 4 5 
It is easy for me to avoid and function 
independently of my child’s attempts 
to have control over me. (R)  
5 4 3 2 1 
I feel like what happens in my life is 
mostly determined by my child 
1 2 3 4 5 
 
 








Being a good parent often depends on 
being lucky enough to have a good 
child.  
1 2 3 4 5 
I’m just one of those lucky parents 
who happened to have a good child. 
1 2 3 4 5 
I have often found that when it comes 
to my children, what is going to 
happen will happen.  




Fate was kind to me—if I had had a 
bad child I don’t know what I would 
have done. 
1 2 3 4 5 
Success in dealing with children seems 
to be more a matter of the child’s 
moods and feelings at the time rather 
than one’s own actions.  
1 2 3 4 5 
Neither my child nor myself is 
responsible for his/her behaviour. 
1 2 3 4 5 
In order to have my plans work, I 
make sure they fit in with the desires 
of my child.  
1 2 3 4 5 
Most parents don’t realise the extent 
to which how their children turn out is 
influenced by accidental happenings. 
1 2 3 4 5 
Heredity plays the major role in 
determining a child’s personality. 
1 2 3 4 5 
 
 








I always feel in control when it comes 
to my child. (R)  
5 4 3 2 1 
My child’s behaviour is something 
more than I can handle.  
1 2 3 4 5 
Sometimes I feel that my child’s 
behaviour is hopeless. 
1 2 3 4 5 
It is often easier to let my child have 
his/her way than to put up with a 
tantrum.  
1 2 3 4 5 
 I find that sometimes my child can 
get me to do things I really did not 
want to do. 
1 2 3 4 5 
My child often behaves in a manner 
very different from the way I would 
want him/her to behave.  
1 2 3 4 5 
Sometimes when I’m tired I let my 
children do things I normally 
wouldn’t. 
1 2 3 4 5 
Sometimes I feel that I do not have 
enough control over the direction my 
life is taking.  
1 2 3 4 5 
I allow my child to get away with 
things. 
1 2 3 4 5 
It is not too difficult to change my 
child’s mind about something. (R) 





APPENDIX 9: Positive Gain Scale (PGS) 
(Pit-ten Cate, 2003) 
 
The following statements focus on your own and your family’s experiences of having a child 
with intellectual disability (ID).   







Since having this child I feel I have 
grown as a person. 
1 2 3 4 5 
Having this child has helped me to 
learn new things / skills. 
1 2 3 4 5 
Raising this child helps putting life 
into perspective. 
1 2 3 4 5 
Since having this child, my family has 
become closer to one another. 
1 2 3 4 5 
Since having this child, my family has 
become more tolerant and accepting. 
1 2 3 4 5 
Since having this child I have become 
more determined to face up to 
challenges. 
1 2 3 4 5 
Since having this child I have a greater 
understanding of other people. 























APPENDIX 10:  Warwick-Edinburgh Mental Wellbeing Scale (WEMWBS) 
(Stewart-Brown et al., 2009; Tennant et al., 2007) 
 
Below are some statements about feelings and thoughts. Please tick the box that best 
describes your experience of each over the last 2 weeks. 
 
 








All of the 
time 
I’ve been feeling optimistic about the 
future 
1 2 3 4 5 
I’ve been feeling useful 1 2 3 4 5 
I’ve been feeling relaxed 1 2 3 4 5 
I’ve been feeling interested in other 
people 
1 2 3 4 5 
I’ve been dealing with problems well 1 2 3 4 5 
I’ve been thinking clearly 1 2 3 4 5 
I’ve been feeling good about myself 1 2 3 4 5 
I’ve been feeling close to other people 1 2 3 4 5 
I’ve been feeling confident 1 2 3 4 5 
I’ve been able to make up my own 
mind about things 
1 2 3 4 5 
I’ve been feeling loved 1 2 3 4 5 
I’ve been interested in new things 1 2 3 4 5 





Warwick-Edinburgh Mental Well-being Scale (WEMWBS)  
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